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This thesis is divided into two volumes, a research and a clinical element, which are 
submitted to the University of Birmingham as a partial requirement to fulfil the Doctorate of 
Clinical Psychology degree (D.Clin.Psy). 
Volume I of this thesis is the research component, which contains three papers.  The 
first paper is a literature review, which explores the concepts and measures used to identify 
the positive impact of caring for someone with intellectual disabilities. The paper also 
reviews the relationship between parental wellbeing and positive impact and factors 
associated to this, including parent gender, syndrome differences and challenging 
behaviour. The review concludes that a clearer definition and working model of positive 
impact would be useful in literature pertaining to people with intellectual disabilities. It 
confirms a relationship between parental wellbeing and positive impact, but other variables 
affecting this need further research.  
 The second paper of this volume is an empirical study that explores the relationship 
between autism spectrum disorder, challenging behaviours and parental stress. The study 
has two aims, firstly it hypothesises that individuals with autism spectrum disorder who 
present with challenging behaviour will have more prominent autistic characteristics. 
Secondly, the relationship between challenging behaviours, autistic characteristics and 
parental stress is explored. A sample of 51 participants with autism spectrum disorder and 
their mothers participated in the study. Autistic characteristics and parental stress were 
assessed via standardised questionnaires. When participants with autism spectrum disorder 
presenting with challenging behaviours were compared to children not showing challenging 
behaviours, lower adaptive functioning, interest and pleasure and social and reciprocal 
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interaction, and higher levels of impulsivity were found in the challenging behaviour group. 
Age was also found to be a significant variable between groups. Autistic characteristics of 
adaptive functioning, interest and pleasure, social reciprocal interaction and impulsivity 
were also correlated to parental stress. A regression analysis determined the only variable to 
predict maternal stress was impulsivity. The study is unique in its assessment of broader 
person characteristics. It adds to literature that has begun to recognise impulsivity as a trait 
that may be contributory to challenging behaviour and predictive of parental stress, amongst 
other characteristics. Wider research is needed into person characteristics and their 
relationship to parental stress and challenging behaviour. The paper has been prepared for 
submission to the journal ‘Autism’.  
 The third paper is a Public Domain Briefing document that summarises the literature 
review and gives an overview of the empirical study. It aims to summarise main findings for 
dissemination to a wider audience.  
Volume II of the thesis is the clinical component, comprised of five clinical practice 
reports, which relate to clinical placements completed over three years. These papers 
include a psychological models paper entitled, ‘The case of a 70-year-old man with learning 
disabilities presenting with a lack of assertiveness: formulations from a systemic and 
cognitive-behavioural perspective’; a service evaluation entitled, ‘Staff perceptions of 
support offered to family carers and barriers to improvement in a specialist learning 
disability service’; a single case experimental design entitled, ‘An AB single case 
experimental design; anxiety and depression in an older adult’; a case study entitled, ‘A 
case study of a ten-year old boy with self-harm and perfectionist ideals, with complicating 
factors of diabetes and coeliac disease; and finally an oral presentation of a case study 
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Aims: This review focuses on parent carers of children with an intellectual disability. The 
aims of the review were firstly, to conceptualise themes from qualitative papers that identify 
positive impact, secondly to identify assessment tools used in quantitative papers that 
measure positive impact and thirdly to look at the relationship between positive impact and 
wellbeing in parental carers.  
 
Method: A structured search was conducted in the databases of Psycinfo and Ovid Medline 
and 24 articles were included in the review. A quality assessment of the papers was 
completed. 
 
Findings: Fourteen themes conceptualising positive impact arose from the qualitative 
papers. Themes focused on parental emotion, increased empathy for others, reprioritising 
life values and an emphasis on the child’s achievement. The main measures used to assess 
positive impact were the Kansas Inventory of Positive Perceptions (KIPP; Behr, Murphy & 
Summers, 1992) and the Positive and Negative Affect Scale (PANAS; Watson, Clark & 
Tellegen, 1988). Positive impact was related to a higher sense of wellbeing in parents; 
however, the exact function of positive impact on wellbeing remains unclear. Positive 
impact was affected by other variables, including mother father differences, syndrome 
diagnosis and child challenging behaviour. Variables such as self-esteem and coping 




Conclusions: A relationship between positive impact and wellbeing exists but remains 
unclear. Positive impact may act as a buffer against the negative outcomes of caring for an 
individual with an intellectual disability. A definition and working model of positive impact 
is absent and further research into positive impact alongside other variables such as 
























Research into the positive impact on carers of people with an intellectual disability is a 
small but growing literature (Hastings & Taunt, 2002). This is surprising given the 
preponderance of family members that undertake caring. The potential for psychological 
distress in carers of children with an intellectual disability is broadly recognised 
(Department of Health; DoH, 2008) and accessing services to support health and wellbeing 
is viewed as a priority (DoH, 2001; 2008). To date, most literature focuses on the 
psychological impact (Singer & Floyd, 2006; Blacher, Neece & Paczkowski, 2005; Hatton 
& Emerson, 2003; Blacher & Baker, 2002) and practical difficulties (Davys & Haigh, 2007; 
Todd & Shearn, 1996; Wodehouse & McGill, 2009; Gilbert, Lankshear & Petersen, 2008; 
Rogers, 2007; Boyd, 2002) associated with caring for people with intellectual disabilities. 
However, positive perceptions of caring, which may be an inherent feature of  caring, 
potentially sustaining wellbeing and acting as a motivator for care, appears to have  been 
overlooked in the literature. 
The concepts of positive impact and the construct of wellbeing are relatively broad 
and open to interpretation. This will become evident, especially in the first part of this 
review. However, for the purpose of the review, these constructs are defined here to enable 
a broad understanding of these umbrella terms. In this review, positive impact refers to 
emotions, reflections or relationships that are welcomed, advantageous, beneficial or 
constructive and occur directly as a result for caring for someone with intellectual 
disabilities. Examples of this are personal growth for the parent, a change in familial or 
marital relations and emotions such as love, pride and happiness. 
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The emotional component of positive impact traverses somewhat with the concept 
of wellbeing. In this review, the focus on parental wellbeing is measured as an emotional 
state and will mostly refer to non-preferential states such as stress, anxiety, and depression, 
but will also refer to potentially more benign states such as level of adjustment. The level of 
burden a carer feels is also included. Wellbeing in this review is viewed within the context 
of caring for someone with intellectual disabilities. 
When caring for a child with intellectual disabilities, theories of how family systems 
operate are pertinent. In family systems theory there are three main principles 1) wholeness 
and order, so that the whole family is greater than the sum of its parts and that the 
individuals cannot be wholly understood if they are separated, 2) there is a hierarchical 
structure, so that families are formed by subcomponents, for example a marital dyad or 
sibling relationships as well as the family place in a wider organisation, such as community, 
3) adaptive self-organisation, which  is the concept in which systems reorganise in response 
to external changes acting on the family’s internal structure. Adaptive reorganisations may 
not always make the family system stronger: whilst they may compensate for the change, 
new vulnerabilities within complex structures may be created (Cox & Paley, 1997; 2003). 
When the self-organisation system is activated, the system is affected on multiple levels, 
resulting in changed behaviours and function that eventually cause a feedback loop, offering 
new patterns in reaction to changing circumstances. Challenges to a family system have 
been characterised as events such as the departure of a spouse, new birth or premature death 
(Cox & Paley, 1997; 2003) but this also could be applied to the diagnosis of a disability in 
the family. 
Baum (2006) refers to a family life cycle model (Carter & McGoldrick, 1989) as 
being a useful way to look at the adaptation and adjustment of families with a child with 
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disabilities. This is extremely similar to family systems theory, where the focus is on 
transition stages rather than individual family members, where life cycle transitions create 
stressors in the system in reaction to which the system reorganises and negotiates change. 
This can include the birth of a child, beginning school and illness for example. Transitions 
can be hindered or facilitated by pre-existing family patterns, legacies and family narratives. 
Family coping ability will be dependent on which life cycle issues each member is 
experiencing at the time, as transitions will upset the balance in the family and demand 
change. Baum (2006) emphasises the main stressors in life cycle events on a family with a 
member with intellectual disabilities are those of being out of synchrony with typical 
families, grief and loss as previously held expectations are spent, protection of the child 
with disabilities, parental patterns of relating to the child and the effect on wider support 
systems. 
In Cox and Paley’s (1997; 2003) reviews, they note the difficulties experienced in a 
family with a birth of a child. A new child typically results in a reorganised system with 
gender roles becoming more traditional, with men and women developing divergent 
attitudes of themselves as ‘parent’ and ‘worker’. These roles have not necessarily been 
found to be stronger, moreover they have been found to be a base for increased 
dissatisfaction and conflict. Some researchers found that families with ‘symptomatic 
children’ are characterised by weak marital alliances and cross-generational coalitions or 
parental coalitions in which ‘problem children’ are blamed. In addition, research shows that 
infants who show poorer self-regulation in the first few months, or mothers that are 
‘insensitive’ to their child’s needs affect one another, so that a mutual regulation is not 
encountered (Cox & Paley, 1997). These findings have implications for caring for a child 
with intellectual disabilities, where gender roles may further be emphasised by the potential 
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need for a full time carer and where the child with the intellectual disability could be 
blamed for encountered difficulties in the family. Furthermore, for children with intellectual 
disabilities who are not able to self-regulate as well as typically developing children, the 
family may need to work harder to achieve adaptive reorganisation.  
In his reflections of raising a child with autism, Holloway (2007) seems to endorse 
the process of reorganisation when he discusses that the most sought after goal for families 
may be the wish that the ‘illness’ in whatever sense may go away. However, families adapt 
and accommodate their new found status, and there is a new focus on the present. A review 
of how families with children with intellectual disabilities adjust and adapt have listed a 
variety of traits and circumstances to make this possible (Kai-sang Yau & Li-Tsang, 1999). 
This includes personal resources (education, personality, self-appraisal, educational level, 
financial status and problem solving skills), family resources (family size and form, 
ethnicity and geographical location), the marital relationship with emphasis on marital 
satisfaction which is key in determining family susceptibility to disorganisation, team 
working and having strong sub systems of support, child characteristics (including severity 
of disability and ability to communicate, gender of child),  parent support groups and social 
resources. 
Ferguson (2002) has looked at models of how family systems function when there is 
a child with intellectual disabilities, from a historical perspective. He concludes that the 
most popular approach currently utilised is an adaptive model, which is influenced by 
models of stress and coping. Whilst these theories of family systems functioning focus on 
processes of change and factors that may contribute to successful change, there is no direct 
focus on positive impact of this adaptation. This oversight is also evident in the models of 
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caring for people with intellectual disabilities that Ferguson (2002) refers to as the stress-
coping or adaptation models.  
Four models of this nature are prominent (Hill & Rose, 2010) in literature pertaining 
to people with intellectual disabilities. These models are the Double ABCX Model 
(McCubbin & Patterson, 1983) the Transactional Model of Stress and Coping (Lazarus & 
Folkman, 1984), a Two-factor Model of Care giving (Lawton, Moss, Kleban, Glicksman & 
Rovine, 1991) and the Model of Parent-Child Interactive Stress (Mash & Johnston, 1990). 
These models make little or no mention of positive impact and the processes involved in 
attaining this. Folkman and Moskowitz (2000) recognise that stress can never be understood 
fully without recognition “of the other side of coping” (p. 647) and to date there is no 
widely used model that incorporates positive impacts of caring.  
Care giving resulting in a negative outcome, such as stress, does not necessarily 
mean that positive impact cannot coexist. Positive and negative impacts are viewed as 
orthogonal variables, which can co-occur, rather than opposite poles on a continuum. This 
relationship is broadly accepted in literature pertaining to caregivers of people with 
intellectual disabilities (Hastings & Taunt, 2002), health difficulties (Hunt, 2003; Sanders, 
2005; Leipold, Schacke & Zank, 2006; Kim, Schulz & Carver, 2007), dementia (Peacock et 
al., 2010) and older adults (Yamamoto-Mitani et al., 2004; Cohen, Colantonio & Vernich, 
2002). Themes that encapsulate positive aspects of caring have been identified in a recent 
review exploring positive perceptions in caring for people with intellectual disabilities 
(Hastings & Taunt, 2002). Fourteen themes constituting positive perceptions arose from 
qualitative reviews. These were, pleasure or satisfaction in providing care for the child, 
perceiving the child as a source of joy and happiness, a sense of accomplishment in having 
done the best for the child and sharing love with the child. The child was also seen as 
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providing a challenge or opportunity to learn and develop. Marriages and families were 
strengthened by caring and a new or increased sense of purpose in life was identified. 
Caring was also seen as an opportunity to develop new skills, abilities or career 
opportunities and to become a “better person”.  Parental characteristics such as patience and 
empathy were enhanced and social and community networks were expanded, spirituality 
was increased, and a changed perspective on life was reported.  
The quantitative papers in the review employed a wide variety of measurement tools 
and concepts to assess positive impact. Positive impact has been conceptualised and 
assessed as ways of coping and family “hardiness” (Judge, 1998), life satisfaction (Sloper, 
Knussen, Turner & Cunningham, 1991) and perceived parental competence (Stoneman & 
Crapps, 1988). Whilst this highlights the wide range of positive gain parents and families 
may experience from caring, the diversity of measures is testament to the early stage of 
development of the concept of positive impact. 
Positive impact may interact with other carer variables, such as psychological 
wellbeing. Hastings and Taunt (2002) point out that the effect of positive perceptions on 
psychological wellbeing has not been addressed sufficiently and there is speculation that a 
moderating or mediating relationship between gain in the caregiving experience on potential 
negative affect such as stress and depression may exist (Folkman & Moskowitz, 2000; 
Hunt, 2003). In the current literature that focuses on poor parental wellbeing in caring, 
contributory factors to stress and depression include, the syndrome type the child is 
diagnosed with (Blacher et al., 2005; Ricci & Hodapp, 2003; Griffith, Hastings, Nash & 
Hill, 2010; Griffith et al., 2011) and challenging behaviours (Blacher & Baker, 2002; 
Herring et al., 2006; Hassall, Rose & McDonald, 2005; Blacher et al., 2005). There are also 
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gender differences in reports of stress, with mothers reporting higher levels of stress than 
fathers (Konstantareas & Homatidis, 1989).  
This review seeks to address three aims that are identified in the literature on 
parental caregiving for people with an intellectual disability. The first section of the review 
updates from Hastings and Taunt’s (2002) review to re-evaluate conceptualisations of 
positive impact by: 
1) Identifying themes in qualitative studies that conceptualise positive impact. 
2) Identifying assessment tools in quantitative studies used to measure positive impact 
and address the concepts that are measured. Aspects of wellbeing will also be 
conceptualised by use of measurement tools, in order to address the question in the 
second part of the review. 
3) The second section of the review will summarise the relationship between the 
positive impact of caring and wellbeing and address whether similar influences 














2.1. Search Methodology 
  
A systematic literature review was conducted using the databases of PsycInfo ® and Ovid 
Medline ®. The search criteria are outlined in Table 1.1. 
 
Table 1.1: Search terms employed  
Search Term Variations 
Intellectual disability Learning difficult*; learning disabilit*; 
intellectual disabilit*; intellectual difficult*; 
mental retard*; developmental delay; autism 
(exploded) 
Parental Parental; paternal; maternal; mother; father;  
parent; carer; family 
Positive impact  Positive 
 AND 
 Impact; perceptions; experiences; attributions; 
gain; benefit; belief; affect 
 
 
2.2. Exclusion Criteria 
 
The search yielded 228 results. Articles were excluded based on the criteria in Table 1.2. 
Articles were not included if they were published before 2002, the date of the last review, if 




Table 1.2: Exclusion criteria applied  
Exclusion Criteria Number of articles eliminated 
Removal of duplicates 33 
Limit to peer reviewed journals 74 
Additional limits of year 2002-2010 26 
Related articles but not directly relevant 32 
Focus on interventions 15 
Focus on support 
Positive perceptions as a minor part of the paper 
11 
6 
Not parent carer or a focus on the person with  
intellectual disability’s view  
7 
Intellectual disability causation focused 6 
Animal focused 1 
Screening/ Assessment tool focused 1 
Editorial 1 
 
A reference search revealed a further nine articles, creating a total of 24 articles included in 







2.3. Quality Review of Articles 
 
A quality review of papers was completed using criteria based on Sale and Brazil’s (2004) 
recommendations, which outlines criteria for qualitative, quantitative and mixed method 
designed studies. Their criteria have been compiled following a comprehensive literature 
search of recommended quality assessments. For a quality assessment of quantitative 
papers, three principles are adhered to which are: 
1) Truth Value (credibility versus internal validity) 
2) Applicability (transferability versus external validity/ generalisability) 
3) Consistency (dependability versus reliability) 
 
There is a fourth principle for qualitative papers and mixed method designs which is 
4) Neutrality (conformability versus objectivity) 
 
Each of the four criteria has several items that can be rated to assess achievement of a 
criterion.  For this review, six qualitative papers (Appendix 1.2), two mixed method 
designed papers, (Appendix 1.2 and 1.3) and 16 quantitative papers were assessed using the 
criteria (Appendix 1.3). Whilst none of the papers fails in fulfilling quality criteria, some 
papers rank more highly than others. For the qualitative studies, the lowest criteria met is 14 
out of a possible 35, and for quantitative studies, the lowest total criteria met is 13 out of a 
possible 30. The rank order of papers based on the number of criteria met are summarised in 
Table 1.3.  It is worth noting some of the limitations of the individual appraisal criteria.  
Some of the items that rate achievement are associated with others, which mean that 
if one of the criteria is not met, several other criteria are not applicable, thus lowering the 
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overall score. For example, in criteria outlined for quantitative studies, if a study does not 
use a control or comparison group then it misses the opportunity to meet three other criteria. 
Few of the studies in this review used control or comparison groups, primarily because they 
focused on obtaining data from a preselected source, that being families caring for a child 
with intellectual disability, and did not necessarily require a comparison to fulfil the study 
aims. Due to the accessibility of certain groups, potential samples had to be preselected and 
this meant that none of the studies reached criterion for randomised sampling. Also due to 
the design of studies in this group, questionnaire data collection, none of the studies met 
criteria for items related to interventions as these were not carried out and none of the 
studies met criteria for consistency in the quantitative group, because this refers to a second 
observer in data collection, which was not needed.  
 A further criticism of this set of criteria is that statements about ethical approval, 
confidentiality and consent are required in the papers. Not all of the papers in this review 
refer to these directly, but it might reasonably be assumed that they have been sought, as all 
papers in this review are peer reviewed published journal articles. 
 Despite these limitations, the criteria provide a useful overview of the design and 
methods that the papers describe. Despite some studies scoring lower than others according 
to the criteria, all of the papers included in this review have been deemed to contribute to 








Table 1.3.: Order or quality of papers used in the review based on Sale and Brazil’s (2004) 
critical appraisal criteria 
 






















































































King et al., (2005) 9 14 1 1 25 
Myers et al., (2009) 10 12 1 2 25 
Bostrom et al., (2009) 4 16 0 3 23 
Taunt & Hastings (2002) 4 14 1 2 21 
Corman (2009) 5 13 0 0 18 

















































     
Green (2007) 2 12 0  14 
Larson (2009) 2 12 0  14 
 
      
   
   








Bostrom et al., (2010) 7 17 0  24 
Griffith et al., (2010) 4 17 0  21 
Paczkowski & Baker (2008) 4 16 0  20 
Trute et al., (2007) 3 16 0  19 
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Olsson & Hwang (2008) 4 15 0  19 
Al Yagon & Margalit (2009) 4 15 0  19 
Ekas & Whitman (2010) 3 16 0  19 
Kayfitz, Gragg & Orr (2010) 5 13 0  18 
Greer et al., (2006) 3 14 0  17 
Trute et al., (2010) 2 14 0  16 
Hastings et al., (2005) 2 14 0  16 
Hastings et al., (2002) 1 13 0  14 
Mak & Ho (2007) 2 11 0  13 
Hastings, Beck & Hill (2005) 1 12 0  13 
 
2.4. Review Structure 
 
The review first defines positive impact and well-being as described in the articles, focusing 
on emerging themes from qualitative papers and the concepts evident in assessment tools 
used in quantitative papers. It will also summarise the areas of wellbeing measured in the 
papers. The review will then examine the relationship between positive impact and parental 
wellbeing and other factors relating to this, inclusive of mother and father differences, 





3. Defining and Assessing Positive Impact and Wellbeing 
 
3.1. Positive Impact Arising from Qualitative Themes 
 
Eight papers qualitatively assess positive impact in the form of positive perceptions of 
family carers. These include positive perceptions about the parent, child, family, daily 
routine and the future, that relate to caring for a child with intellectual disability. Table 2.1. 
outlines a summary of the main themes and the papers that identify similar themes. Most 
themes echo those found by Hastings and Taunt (2002), including emotional and spiritual 
growth, a greater understanding of the world, and a reprioritisation of important values. 
Other themes that replicate Hastings and Taunt’s (2002) findings are extended support from 
professionals and family members, and parental positive emotions for the child. In addition, 
there is importance placed on the ability to have hope and a future focus. New themes that 
have arisen in the literature focus on child development and achievement, viewing the child 
as unique, an acceptance of diagnosis and source of satisfaction from well-functioning daily 
routines. Considering the type of themes that recur, they indicate the importance for carers 
of a personal satisfaction stemming from caring, and a sense of personal reward rather than 




























































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































3.2. Measures of Positive Impact 
 
Seventeen studies have used measures of positive affect and positive perceptions to gauge 
positive impact on the parent and family. The most popular measure used is the Positive 
Contributions Scale of the Kansas Inventory of Parental Perceptions (KIPP, Behr, Murphy 
& Summers, 1992). This has items that measure learning through experience with special 
problems, happiness and fulfilment, personal strength and family closeness, understanding 
life’s purposes, personal growth and maturity, awareness of future issues, expanded social 
network, career or job growth and pride and cooperation. 
 Despite the focus of the review being on the impact on parents, two measures 
frequently used, assess the positive and negative impact on the family. These are the Family 
Impact Questionnaire (FIQ, Donenberg & Baker, 1993) and the Family Impact of 
Childhood Disability Scale (FICD, Trute & Hiebert-Murphy, 2005) where positive and 
negative impacts are viewed as separate constructs. The only other measure used that 
assesses perception, is a five item scale created specifically for a study (Green, 2007). This 
has items that are similar to the KIPP (Behr et al., 1992) and focuses on experiencing pride 
and joy of the child, and accomplishment in caring and coping.  
The other studies focus on the emotional effect of caring. The Positive and Negative 
Affect Scale (PANAS, Watson, Clark, & Tellegen, 1988) is the most popular measure 
assessing emotion, which measures positive and negative emotions on separate scales, as 
does the Affect Scale (Moos, Cronkite, Billings, & Finney, 1987). There is a further 
measure used to assess emotional affect which positions positive emotions at an opposing 
end of a spectrum to depression, which is the Beck Depression Inventory (Beck & Steer, 
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1996), with three positive alternatives added to each of the 21 items (Chow & Brenton, 



































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































3.3. Defining Psychological Wellbeing 
 
In the literature,  poor wellbeing is frequently measured as stress (Parenting Stress Index 
Short Form, PSI-SF, Abidin, 1995; Questionnaire on Resources and Stress, QRSF, 
Friedrich, Greenberg, & Crnic, 1983; Ekas & Whitman, 2010; Daily Inventory of Stressful 
Events, Almeida, Wethington & Chandler, 2002), depression (Center for Epidemiological 
Studies-Depression scale, CES-D, Radloff, 1977; Beck Depression Inventory, Beck & Steer 
1996; Hospital Anxiety and Depression scale, HADS, Zigmond & Snaith 1983) and anxiety 
(HADS, Zigmond & Snaith, 1983). Measures also assess general wellbeing on the 
Psychological Well-Being Scale (Ryff & Keyes, 1995) and the Philadelphia Geriatric 
Center Morale Scale (Lawton, 1972) which measures general mood and morale. Two 
measures have been used to assess caregiver burden (Burden Assessment Scale, Horwitz & 
Reinhard, 1995; Reinhard, Gubman, Horwitz & Minsky, 1994; Caregiver Burden Inventory, 
Novak & Guest 1989), which are based on the premise that the higher the subjective 
burden, the worse the wellbeing. There are assessments that measure the impact on family 
organisation, functioning, adaptation and satisfaction as an outcome of wellbeing (Brief 
Family Assessment Measure III, FAM-BF, Skinner, Steinhauer & Santa-Barbara, 1995; 
Golombok Rust Inventory of Marital State, Rust, Bennun, Crowe & Golombok, 1990; 
Family Satisfaction Scale, Olson & Wilson, 1982). Measures of wellbeing therefore assess 
varied outcomes, inclusive of mental health status, which is assessed with stress, anxiety 
and depression measures, to more general affective measures. Family wellbeing measuring 
the functioning of the system is included, as is caregiver burden. This reflects the many 
types of wellbeing that researchers may feel important when considering caring and also 











































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































The conceptualisation of positive impact evident in measures ranges from personal parental 
traits and emotions to child development and character. The common use of one tool (KIPP, 
Behr et al., 1992) suggests that there is a shared understanding of what positive impact 
consists of, although currently there is no widely used definition in the literature. The 
measures used to define perception (KIPP, Behr et al., 1992 FIQ, Donenberg & Baker, 
1993; FICD, Trute & Hiebert-Murphy, 2005) are useful as they measure positive and 
negative perceptions as separate constructs, rather than positioning positive and negative 
perceptions at either ends of a continuum, which would imply that they cannot co-exist, 
(Hastings & Taunt, 2002; Hunt, 2003; Folkman & Moskowitz, 2000). Positive impact in the 
literature also refers to positive affect, which is a separate construct from perceptions related 
to caring and pertains to emotionality. The assessment of positive and negative emotions as 
separate constructs in most of the measures is beneficial (PANAS, Watson et al., 1988; 
Affect Scale, Moos et al., 1987). However, measures of positive affect may also be deemed 
to be states of wellbeing and so it is possible that they will overlap with other wellbeing 
measures that tend to focus on negative affect. There is a wide variety of wellbeing 
measures in use in the literature, which may make it difficult to form a coherent picture of 








4. The Relationship between Psychological Wellbeing and Positive Impact 
 
Positive perceptions regarding caring for a child with intellectual disabilities are found even 
when poor wellbeing is reported, for example in the form of stress (Myers et al., 2009). 
However, the degree of positive impact differs when poor wellbeing is present. Stress is 
likely to be accompanied by lower positive perceptions and higher negative perceptions of 
caregiving. Studies have found that higher parental reports of positive impact are associated 
with lower parental distress (Kayfitz et al., 2010; Larson, 2009; Al Yagon & Margalit, 
2009). High stress is also associated to stronger negative perceptions about care giving 
(Mak & Ho, 2007) and positive perceptions about caring have been found to be one of the 
strongest predictors of wellbeing (Olsson & Hwang, 2008). 
Positive impact has been found to act as a buffer from stress caused by challenging 
behaviours (Blacher & Baker, 2007; Paczkowski & Baker, 2008). In addition, parents who 
hold positive beliefs when their child is young are likely to experience less stress a few 
years on (Paczkowski & Baker, 2008). There is also a different relationship between 
mothers’ and fathers’ stress levels and positive perceptions; fathers reporting more positive 
experiences had partners who reported less parental distress (Kayfitz et al., 2010), 
intimating that positive perceptions about caring are not just vital for the individual, but also 
for a well-functioning home.  
That a relationship between stress and positive perceptions exists is clear, however it is 
difficult to describe the nature of the relationship. It is not clear whether lower positive 
perceptions result directly  from the amount of stress, or whether stress would have 
occurred anyway, but is buffered by positive perceptions, which is the main suggestion 
arising from the papers. Alternatively, positive perceptions may just not be as high in 
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individuals encountering more stress, because there are genuinely less things to find 
positive.  The studies have explored other variables that are related to positivity and 
wellbeing, including coping strategies, self-esteem and sense of coherence and how these 
may form a triangular relationship with positive impact and wellbeing. 
Different coping strategies have been found to be related to positive care giving 
perceptions in several studies. Active coping strategies and problem coping strategies which 
are similar in nature, in that they require action to problem solve stressors, have both been 
found to be related to higher positive impact (Al Yagon & Margalit, 2009; Mak & Ho, 
2007). Reframing coping, where the meaning of situation is reappraised, has also been 
associated to positive perceptions regarding caring (Hastings et al., 2002), whereas 
emotional coping, where frustrations are expressed emotionally and focus is on reducing 
heightened emotions have been linked to negative care giving perceptions (Mak & Ho, 
2007). These findings imply that parents who hold positive perceptions have better ways of 
coping. This may help them to feel more effective in the face of challenges, and thus help to 
reduce stress. Also, having useful ways of coping may create the positive perceptions that 
parents hold. Findings that positive perceptions and positive affect regarding caring have 
been linked to a better sense of coherence regarding mastery and understanding of a 
situation, close family connection (Al Yagon & Margalit 2009), adjustment to disability and 
heightened self-esteem (Trute et al., 2007), give credence to the idea that better coping 
strategies influence positive impact. A sense of coherence, self-belief and family support are 
resources likely to help form better coping mechanisms. All of these characteristics are 
likely to lower stress, as the individual feels supported, in control and views themselves 
positively. These characteristics are also likely to contribute to and maintain existing 
positive perceptions.  
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The existence of positive impact is without doubt helpful to parents caring for a child 
with an intellectual disability as wellbeing is increased. This may also broaden capacity for 
care giving even if the effect of positivity is via a different variable, such as self-esteem, 
which increases wellbeing. However, other factors may erode positive perceptions and 
increase stress. These are challenging behaviours and syndrome type, which are discussed 
later in the review. It is also important to note the earlier acknowledgment of an 
interrelationship between mother and father positive impact, and look at the differences that 
may occur in mother and father positive impact.  
 
4.1. Differences in Mothers’ and Fathers’ Wellbeing and Positive Impact 
 
Studies have found that gender influences the amount of positive impact and the 
relationship between positivity and wellbeing. Studies that used the KIPP (Behr et al., 1992) 
found that mothers rated positive perceptions regarding care giving higher than fathers 
(Hastings et al., 2005a; Kayfitz et al., 2010; Hastings et al., 2005b). Similar subscales in the 
KIPP were found to be rated highly by mothers. These were; learning through experience of 
special problems, the child being a source of happiness and fulfilment, a source of strength 
and family closeness, an awareness about future issues, experience of personal growth and 
maturity and an expanded social network, career/ job growth (Hastings et al., 2005a; 
Kayfitz et al., 2010). However, fathers only rated one subscale highly, which was, the child 
being a source of pride and cooperation (Hastings et al., 2005a).  
Although mothers reported more positive perceptions, they also reported higher levels 
of depression than fathers (Hastings et al., 2005b) and whilst mothers’ positive perceptions 
were not related to fathers’ wellbeing, where fathers scored higher on positive perceptions, 
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their partners reported less distress (Hastings et al., 2005a; Hastings et al., 2005b). Overall, 
there is a positive correlation between father depression and maternal stress and anxiety. 
Paternal depression was found to be a significant predictor of maternal stress and maternal 
depression had an effect on fathers’ stress and positive perceptions, (Hastings et al., 2005b).  
In contrast to studies that found mothers reported higher levels of positive perceptions 
about caring, Blacher and Baker, (2007) found that fathers experienced a greater positive 
impact than mothers did. However, this finding was based on an alternative scale to the 
KIPP (The Family Impact Questionnaire, FIQ, Donenberg & Baker, 1993). In a longitudinal 
study, changes in fathers’ positive appraisals were seen over time. Mothers reported more 
positive appraisals regarding family at time one but these converged at time two (Trute et 
al., 2007). However, this study also used a different scale, the Family Impact of Childhood 
Disability Scale (FICD, Trute & Hiebert-Murphy, 2005). 
 Mother-father differences regarding positive impact need to be researched further 
with comparable scales throughout the literature to draw any firm conclusions. As most 
studies that compare mother-father differences have used the KIPP, it is worth considering 
that the KIPP lends itself to positive perceptions that are particularly pertinent to mothers. 
Alternatively, given that mother and father perceptions may converge over time (Trute et 
al., 2007), it may be that perceptions were measured at a time when differences were still 
apparent. There is also the possibility the finding that that fathers experienced more positive 
perceptions than mothers (Blacher & Baker, 2007), was an anomaly compared to the 
consistency of other studies. The role of mothers and fathers is also worth consideration. 
Mothers are more likely to be the primary caregiver and therefore may have more 




4.2. The Influence of Intellectual Disability and Syndrome Differences on Positive 
Impact and Wellbeing  
 
Studies suggest that the presence of intellectual disability lowers parental ratings on positive 
impact scales and heightens ratings on negative impact scales in comparison with parents of 
a typically developing group of children (Bostrom et al., 2010). Studies are inconsistent as 
to whether the severity of intellectual disability affects positive and negative impact, with  
one study  finding that the severity of intellectual disability is related to mothers’ negative 
perceptions (Mak & Ho, 2007) and another finding severity of disability to have no impact 
on positive perception (Blacher & Baker, 2008). Differences in syndrome groups, especially 
between intellectual disability, autism spectrum disorder and Down syndrome, evidence 
different effects on positive impact and wellbeing.  
 The presence of autism spectrum disorder has been found to be related to mothers’ 
negative perceptions (Mak & Ho, 2007; Bostrom et al., 2010) and in comparison to an 
autism spectrum disorder group, mothers of children with Down syndrome have scored 
higher on positive contributions scales (Griffith et al., 2010). Mothers and fathers of 
children with autism spectrum disorder also report more stress than mothers and fathers of 
children with other intellectual disabilities (Bostrom et al., 2010; Griffith et al., 2010) and 
parents of children with autism spectrum disorder have reported more negative impact when 
compared to parents of children with Down syndrome (Bostrom et al., 2010). Studies have 
suggested various factors as to why children with Down syndrome have less negative 
impact on parents than other groups. These include increased social competence and 
sociability (Griffith et al., 2010; Bostrom et al., 2010) less emotionality (Bostrom et al., 
2010) and less internalised and externalised behaviour problems (Griffith et al., 2010). Of 
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the factors that may affect the rating of positive impact, most research has focused on 
behavioural difficulties.  
 
4.3. Challenging Behaviours and the Influence on Positive Impact and Wellbeing 
 
Studies are consistent in linking child behavioural difficulties to lower parental positive 
impact and lower parental wellbeing. Behavioural difficulties have been found to predict 
lower positive impact and higher negative impact for mothers and fathers (Blacher & Baker, 
2007; Griffith et al., 2010; Ekas & Whitman, 2010). Behavioural difficulties also increase 
stress in mothers and fathers (Blacher & Baker, 2007; Griffith et al., 2010; Hastings et al., 
2005b; Paczkowski & Baker, 2007; Ekas & Whitman, 2010).  
More behavioural problems have been found in children with autism spectrum 
disorder than in other groups (Blacher & McIntyre, 2006; Griffith et al., 2010; Ekas & 
Whitman, 2010), including higher levels of aggressive and destructive behaviours, 
stereotypical and self injurious behaviours. Children with autism spectrum disorder have 
also been described as showing higher levels of anger, anxiety, depression, low self-esteem, 
psychosis and withdrawn behaviours (Griffith et al., 2010). These heightened levels of 
associated difficulties may explain why this group has the most negative impact on 
perceptions about caring and wellbeing. However other factors that may be particular to this 
group which effect parental positive impact and wellbeing should not be discounted. 
 Paczkowski and Baker (2007) have suggested that positive beliefs effect parenting 
stress via their relationship with children’s challenging behaviours. This is the notion that 
mothers’ positive beliefs aid their children in developing higher levels of self-regulation, 
thus reducing challenging behaviours and therefore reducing stress.  Although this is 
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plausible, the interactive nature of the stress, positive impact and challenging behaviours, 




In attempting to define the concept of positive impact, this review may have elicited how 
many factors are involved in ascertaining how positive impact is derived. There are 
numerous factors that affect positive impact and therefore it is difficult to give a tight 
definition of the concept. However it is worthwhile reiterating the statement made in the 
introduction that positive impact on the parent incorporates positive reflections, emotions 
and relationships gained from caring for a child with intellectual disabilities. The difficulty 
in defining the concept is the interaction of variables with one another. A continuum of 
positive perceptions about the self, family, child and wider social, community and career 
perceptions, amongst others are pertinent in defining positive impact, but so is a continuum 
of negative perceptions of the same factors. Then to account for emotions, two continua of 
‘positive’ emotion and ‘negative’ emotions must be incorporated. Given the literature, it 
seems that these continua remain parallel and the position of a parent on one continuum 
may not be affected by their position on a different continuum. For example, a parent can 
feel extremely stressed on the ‘negative emotion’ continuum, have high positive perceptions 
regarding their child’s influence on their life values but have high negative perceptions 
regarding challenging behaviours experienced. However, there is a complicating issue of 
other factors acting as extraneous forces on these four continua, which may potentially 
impact on the position of the parent. Some of these factors have been alluded to by the 
review, such as coping strategies, sense of mastery and coherence and self-esteem and 
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others have not been included in this review, such as socioeconomic status, culture and 
education. How these extraneous factors are involved or how levels of positive impact act 
as moderators between variables is unanswerable in the context of current literature. 
As outlined in the introduction, this review had three aims. The first was to ascertain 
the themes from the qualitative literature that defined positive perceptions. These were in 
line with Hastings and Taunt (2002) literature review, with four new themes arising, which 
were acceptance of diagnosis or disability, uniqueness of child, well-functioning daily 
routines and child development and achievement. These themes are being explored further 
in the literature and are becoming more widely recognised.  
Acceptance and adjustment seem a fundamental precursor to being able to develop 
positive perceptions about caring, especially when an initial reaction to a diagnosis may be 
one of sadness, shock or disbelief (Bostrom et al., 2009; King et al., 2006; Altiere & Von 
Kluge, 2009) and therefore acceptance in itself is a positive perception. Acceptance and 
adjustment has also been found to enhance positive impact (MacDonald, Hastings & 
Fitzsimons, 2010, Trute et al., 2010). The concept in family systems theories of adaptive 
self-organisation seems essential to coming to terms with a diagnosis of disability. 
However, as the model alludes, adjustment can create other weaknesses in the family 
system, so where the family has successfully adapted to this stressor, weaknesses such as 
marital strain or poorer wellbeing may well become apparent.  
A further new perception held was celebrating the uniqueness of the child. This may 
be a new perception because of further societal awareness of people with intellectual 
disabilities and a drive over the last few years to focus on community integration as 
opposed to segregation of people with disabilities (DoH, 2009). A reduction in stigma and a 
more open society regarding individual difference may make it easier for parents to 
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celebrate the uniqueness of their chid and the different achievements that a child with a 
disability may attain. The new theme of ‘well-functioning routines’ is something that may 
have been overlooked previously because it seems such a practical construct. However, 
research has found that the smaller daily experiences and needs of parents, such as working 
patterns and leisure time can contribute to stress which can accumulate over time (Smith et 
al., 2010) and so it is feasible that well-functioning routines are important for positive 
impact and stress reduction. This possibility may depend on successful adaptation of family 
functioning, where routines of all the family members have changed to accommodate the 
person with the intellectual disability. 
 The second aim of this review was to examine the quantitative measures that have 
been employed in the research. The measures used to assess positive perceptions were 
consistent throughout the literature with the primary measures being the KIPP (Behr et al., 
1992), FIQ (Donenberg & Baker, 1993) and FICD (Trute & Hiebert-Murphy, 2005). 
Measures that focus on emotional affect are also consistent throughout the literature with 
the primary assessment being the PANAS (Watson et al., 1988). It is promising that so few 
tools have been used, as it indicates an emerging shared understanding of positive impact. 
However, as yet there is no widely used working definition for positive impact and it would 
be helpful to differentiate positive perception from positive affect. There is also no model 
that accounts for positivity, which would be useful for future research into positive impact. 
 Thirdly, the relationship between wellbeing and positive impact was explored. There 
was a common relationship between stress and positive impact although the nature of this 
relationship is, yet, unclear, especially when other variables were included, such as coping 
strategies, sense of coherence and self-esteem. Despite this, positive perceptions pertaining 
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to caring appear to enhance wellbeing and make the role of care giving less stressful, 
perhaps further enhancing capacity to engage in caring (Larson, 2009).  
From this review there is an indication of differences in mother- father positive 
impact, however it is not clear whether these differences are due to the assessment measures 
used or other factors such as care giving roles. In their review, Cox and Paley (1997) found 
that roles of mothers and fathers within family systems became more set apart as ‘worker’ 
and ‘parent’ when a child was born and that this caused conflict between the couple. When 
a child has a disability, these roles may be intensified and alongside other potential stressors 
such as lack of time and sleep, marital relationships may be further strained. When looking 
at it from this perspective it seems unsurprising that mothers’ and fathers’ perceptions or 
state of wellbeing can affect one another. This raises a question of whether child intellectual 
disability influences this dynamic more or equally to parenting typically developing 
children. Further research is needed to clarify this.  
Challenging behaviour primarily found in autism spectrum disorder groups was the 
most common variable that influenced positive perceptions. This relationship seems 
intuitively understandable considering that challenging behaviours are a common factor 
reportedly effecting mental health of caregivers of people with intellectual disabilities 
(Blacher & Baker, 2002; Herring et al., 2006; Hassall et al., 2005; Blacher et al., 2005). In 
line with family systems theory, if a family is experiencing continuing stressors to the 
system, such as repeated challenging behaviours, the family may be adaptively reorganising 
repetitively, thus never giving time for a new pattern of functioning to emerge, leaving the 
family in a continued cycle of organisation without time to consolidate change.  
As the literature stands, positive impact can be defined as positive emotional affect 
and/ or positive perceptions pertaining to self, child, family and wider social involvement 
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resulting from caring for a child with an intellectual disability. Whilst preliminary findings 
indicate that positive perceptions act as a buffer against poor wellbeing, further research 
needs to disentangle the relationship between, stress, positive perceptions, challenging 
behaviours and other variables.  
 
5.1. Limitations of Review 
 
There are several limitations to this review. The papers incorporated in this review included 
qualitative, quantitative and mixed method approaches of differing quality, which means 
that the studies are not directly comparable. However, the qualitative papers have been used 
solely to draw out themes of positive impact in the first part of the review, which makes the 
other papers more homogenous.  
Papers were selected for the review that directly referred to positive impact or some 
variation thereof. This meant that other variables that could be viewed as positive, which 
may have been valuable to the review, were not included. These were constructs such as 
perceptions regarding child temperament (Ricci & Hodapp, 2003), adjustment (Lloyd & 
Hastings, 2008), hope (Lloyd & Hastings, 2009a), locus of control (Lloyd & Hastings, 
2009b) and acceptance (MacDonald et al., 2010). Some of these factors have emerged as 
themes in the qualitative review and therefore it would be helpful to explore these further. 
In addition, there are extraneous variables that have not been explored in this review, but 
that may be useful in understanding positive impact, which are the role of parental 
socioeconomic position and culture (Blacher & Baker, 2007; Blacher & McIntyre, 2006). 
These have also been noted by Kai-sang Yau and Li-Tsang (1999) to help families adapt 
and adjust to a diagnosis of intellectual disability. 
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5.2. Clinical Implications 
 
These findings indicate that parental caregivers of children with an intellectual disability do 
report positive perceptions about caring for their child and experience positive emotions, 
even whilst they may be experiencing stress, depression and report negative perceptions. As 
positive impact may buffer the effect of stress and enhance personal wellbeing by being 
associated to factors such as higher self-esteem and sense of coherence, it makes sense for 
professionals to identify with carers the positive impact of caring when helping with the 
negative impact. By attempting to raise positive impact or associated positive wellbeing 
factors, the general coping strategies and capacity to care may increase in parents. It may 
help clinicians to explore the positives that parents hold particularly important and focus on 
strengthening these positive aspects. However, it should be remembered that having 
positive perceptions about an event, person or situation is not necessarily a precursor to 
psychological wellbeing and that primary sources of stress, such as challenging behaviours 
may need to be addressed simultaneously for a comprehensive package of care. In addition, 
it needs to be noted that not all parents may hold positive perceptions and that pressing 









5.3. Future Directions 
 
The role of positive emotions and perceptions in helping with carer wellbeing needs to be 
clarified within the literature, which would help to form a working definition of positive 
impact and lay the foundations of working models of positive perceptions. The relationship 
of secondary variables associated to positive impact needs further exploration and would 
also be helpful in discerning how a model of positivity might work in trying to help parental 
carers.  In addition, it would be useful to further examine the relationship between stress, 
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Aims: Autism spectrum disorder and challenging behaviour are associated with parental 
stress. However, few studies have examined the relationship between stress and challenging 
behaviour and the person characteristics that are associated with challenging behaviour. 
This study aims to explore the relationship between these variables in order to elucidate the 
predictors of stress.  
 
Method: Fifty-one participants aged between 6-49 years and their mothers participated. 
Questionnaires determined autistic characteristics, presence of challenging behaviours and 
parental stress. Two groups of participants with autism spectrum disorder, defined by the 
presence and absence of challenging behaviour are compared. 
 
Results: In the challenging behaviour group, pleasure and interest, reciprocal social 
interaction and adaptive behaviour are lower in comparison to the no challenging behaviour 
group. Levels of impulsivity are higher in the challenging behaviour group. There is a 
significant difference of age between groups. Correlations of person characteristics and 
stress, show pleasure and interest, adaptive functioning and reciprocal social interaction to 
be negatively correlated to parental stress, and impulsivity to be positively related to 
parental stress. A binary logistic regression analysis found impulsivity to be the only 
predictor variable of parental stress. 
 
Conclusions: Autistic characteristics are more severe when there is a presence of 
challenging behaviours. These characteristics are also related to parental stress. These 
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results support other findings, with impulsivity amongst other autistic characteristics as an 



























Psychological distress associated with raising a child with an intellectual disability is well 
documented, with parents reporting higher levels of stress and depression than parents of 
typically developing children (Blacher & Baker, 2002; Singer & Floyd, 2006; Blacher, 
Neece & Packowski, 2005; Hatton & Emerson, 2003; Qin, Tang, Zhu, Liang, & Zou, 2009; 
Bauminger, Solomon & Rogers, 2010; Ingersoll & Hambrick, 2011). A number of practical 
issues such as housing, respite, work and financial difficulties are identified as contributory 
to stress (Davys & Haigh, 2007; Gilbert, Lankshear & Petersen, 2008; Wodehouse & 
McGill, 2009). Social limitations are also related to poor wellbeing, including isolation, 
family and social conflict and a restricted lifestyle (Todd & Shearn, 1996; Johnson, 
O’Reilly & Vostanis, 2006; Dyson, 2010). Other factors that influence stress  include a lack 
of support and available information (Rogers, 2007; Kenny & McGilloway, 2007; Davys & 
Haigh, 2007; Tehee, Honan & Hevey, 2009; Qin et al., 2009) and demands on time (Sawyer 
et al., 2010). Two person characteristics that are consistently related to parental stress are 
the presence of autism spectrum disorder and challenging behaviour (Estes et al., 2009; 
Bostrom, Broberg & Hwang, 2010; Griffith, Hastings, Nash & Hill, 2010; Griffith et al., 
2011). 
Challenging behaviours are more prevalent in autism spectrum disorder than in other 
types of intellectual disability (McClintock, Hall & Oliver, 2003; Blacher & McIntyre, 
2006; Griffith et al., 2010; Ekas & Whitman, 2010; Matson, Wilkins & Macken, 2009a). 
Aggression, disruptive behaviour and self-injury, are significantly more prevalent among 
those with autism spectrum disorder (McClintock et al., 2003; Baghdadli, Pascal, Grisi & 
Aussilloux, 2003; Murphy, Healey & Leader, 2009; Griffith et al., 2010; Matson, Mahan, 
63 
 
Hess, Fodstad & Neal, 2010) and the prevalence of these behaviours is higher when there is 
lower IQ and stereotyped behaviours are evident (McTiernan, Leader, Healy & Mannion, 
2011). Challenging behaviours have been found to be associated to high levels of parental 
distress in numerous studies (Blacher & Baker, 2007; Griffith et al., 2010; Hastings et al., 
2005a; Packowski & Baker, 2007; Ekas & Whitman, 2010; Herring et al., 2006; Donenberg 
& Baker, 1993; Hastings, 2002; Hastings, 2003). It is clear therefore that there is likely to 
be a complex relationship between challenging behaviour, autism spectrum disorder and 
stress in parents. 
The relationship between these variables is further complicated by differences in the 
presentation in autism spectrum disorder. Autism spectrum disorder is typically defined by 
social and communication deficits and the presence of restricted, repetitive behaviours 
(American Psychiatric Association, 2000; Shattuck et al., 2007). These features are more 
prominent in people with autism spectrum disorder when challenging behaviours are 
present (Shattuck et al., 2007; Murphy et al., 2009). High levels of impulsivity are also 
evident in people with autism spectrum disorder (Aman, 2004; Bradley & Isaacs, 2006). 
Impulsivity and overactivity have also been found to be heightened in groups of people with 
varying intellectual disabilities showing challenging behaviours (Arron, Oliver, Moss, Berg 
& Burbidge, 2011; Sloneem, Oliver, Udwin & Woodcock, 2011) and in genetic syndrome 
groups (Oliver, Berg, Burbidge, Arron & Moss, 2010). Individuals with autism spectrum 
disorder have also been described as having higher levels of anger, anxiety, depression, low 
self-esteem, and withdrawn behaviours (Hartley, Sikora & McCoy, 2008; Griffith et al., 
2010). Any of these characteristics may also be related to higher levels of stress in parents. 
The level of ‘severity’ of autism has been found to be a strong, consistent predictor 
of stress in parents (Lyons, Leon, Phelps & Dunleavy, 2010) and it is the severity of autism 
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that has also been found to predict increased behaviours associated with autism spectrum 
disorder. These include stereotypy and self-injury (McClintock et al., 2003), challenging 
behaviours (Matson et al., 2009a) and lower adaptive functioning (Liss et al., 2001). 
Research has only recently started to focus on autistic characteristics that relate to parental 
wellbeing in addition to challenging behaviour. 
Studies researching autism spectrum disorder and parental stress specifically have 
identified a variety of characteristics that relate to poor parental wellbeing. These are 
reduced sociability and communication (incorporating lack of eye contact and echolalia; 
Ingersoll & Hambrick, 2011), lack of speech (Liwag 1989; Ekas & Whitman, 2010), low 
social relatedness (Davis & Carter, 2008; Ekas & Whitman 2010; Griffith et al., 2010) and 
parent child relationship problems (Davis & Carter, 2008). In autistic spectrum groups, 
characteristics that affect parental wellbeing that are related to impulsivity and emotional 
instability, include hyperactivity (Liwag, 1989; Ingersoll & Hambrick, 2011), regulatory 
problems (Davis & Carter, 2008; Ekas & Whitman, 2010) and negative emotional 
behaviours (Griffith et al., 2010; Ekas & Whitman, 2010). Externalising behaviours related 
to parental psychological distress are aggression (Liwag, 1989; Davis & Carter, 2008; Ekas 
& Whitman, 2010; Griffith et al., 2010, Ingersoll & Hambrick, 2011), destructiveness 
(Griffith et al., 2010; Ingersoll & Hambrick, 2011) and self-injurious behaviours 
(Konstantareas & Homatidis, 1989; Griffith et al., 2010; Ingersoll & Hambrick, 2011). The 





















Figure 1.1: Model of participant characteristics and their relationship to parental wellbeing 
 
In comparison to research focusing on parental stress and autistic characteristics, 
research focusing on parental depression is limited. However, studies that have measured 
parental depression have found that it is higher in parents of children with autism spectrum 
disorder than in parents of typically developing children (Mickeviciene, Sinkariova & 
Perminas, 2009). The severity of autistic characteristics is associated to parental depression 
as are challenging behaviours in people with autism spectrum disorder (Ekas & Whitman, 
2010; Ingersoll & Hambrick, 2011; Meltzer, 2011). Barker et al. (2011) showed that in 
periods during which people with autism spectrum disorder show higher challenging 
behaviours, depression in parents is also raised. Overall, the frequency, severity and 
diversity of autistic characteristics have all been associated to maternal negative socio-











Given the findings of these studies it follows that as some person characteristics are 
associated with challenging behaviour (e.g. stereotypical behaviours, Shattuck et al., 2007; 
Murphy et al., 2009 and impulsivity, Arron et al., 2011; Sloneem et al., 2011), it is possible 
that stress in parents of people with autism spectrum disorder who show challenging 
behaviour, might be related to these characteristics as well as challenging behaviour. It is 
important therefore to assess the features of autism spectrum disorder in addition to the 
challenging behaviour when trying to predict stress in parents.   
Ekas and Whitman (2010) note that research into the relationship between autism 
spectrum disorder and parental wellbeing have used measures that broadly assess autism 
symptoms, including the Childhood Autism Rating Scale (CARS, Schlopler, Reichler, 
DeVellis & Daly, 1980) and the Autism Severity Index (ASI, Benson, 2006) in relation to 
parental stress. Other broad measures used to assess autistic symptom severity include the 
Autism Behavior Checklist (Krug, Arick, & Almond, 1980) which consists of 57 items 
describing specific symptoms associated with autism and general behaviour issues 
identified in people with autism (used in Ingersoll & Hambrick, 2011). Matson et al. 
(2009a) also used a general autism checklist, the Autism Spectrum Disorders-Behaviour 
Problems for Children (ASD-BPC, Matson, González, Wilkins & Rivet, 2007; Matson et 
al., 2009a), which focuses on disruptive, aggressive and stereotypical behaviours. This 
study uses the Social Communication Questionnaire, which is a valid tool to identify autism 
spectrum disorder (Chandler et al., 2007) and widely used. 
This study aims to extend the literature by investigating the relationship between 
previously identified child characteristics associated with challenging behaviour and the 
relationship between these characteristics, challenging behaviour and parental stress.  The 
study includes participants that reach a cut off score for Autism Spectrum Disorder on the 
67 
 
Social Communication Questionnaire, a screening measure for autism and autism spectrum 
disorder (Rutter, Bailey & Lord, 2003). Given the background literature, the study has two 
aims: 
 
1) To explore the relationship between challenging behaviour and person 
characteristics associated with challenging behaviour and maternal stress. It is 
hypothesised that when challenging behaviours are present autistic characteristics 
such as adaptive functioning, reciprocal social communication, communication, 
mood, pleasure and interest will be lower, whereas impulsivity, overactivity and 
repetitive behaviours will be evident at higher levels. 
2)  To explore the relationship between challenging behaviour, person characteristics 






2.1. Recruitment of Participants 
 
Participants were parents, their children and adult children with autism spectrum disorder. 
Participants had previously participated in an ongoing, large scale study which investigates 
the relationship between challenging behaviours and person characteristics in children and 
adults with genetic disorders and autism spectrum disorder (Oliver et al., 2010; Arron et al., 
2011; Moss, Oliver, Arron, Burbidge, & Berg, 2009). Participants in the autism spectrum 
68 
 
group were contacted through the National Autistic Society via their membership in London 
and Birmingham. Participants responded directly once they had decided to participate and 
were asked if they agreed for their details to be held for further research. Those participants 
that did agree for follow up contact to take place were contacted directly and asked to 




After receiving ethical approval for the study (Appendix 2), participants were sent a 
covering letter and information sheet explaining the aims of the study (Appendix 3), an 
informed consent form (Appendix 4) and a pack of questionnaires (Appendix 5). A stamped 
addressed envelope was provided for the return of the questionnaires. In return for their 
participation in the study, parents received a summarised report of the questionnaire scores 
and interpretation of this for their own use and to share with other professionals.  
 
2.3. Participant Information 
 
Of the 284 participants contacted, 101 returned the questionnaires (35.56% response rate). 
Of these, participants were excluded if they did not reach the cut off score (15) for autism 
spectrum disorder on the Social Communication Questionnaire (n=24, 23.8%; SCQ, Rutter 
et al., 2003), or if they had not completed enough items on individual questionnaires to 
derive an overall score (n=12, 11.8%). Participants who did not reside with parents were 
also excluded (n=11, 10.8%). Three fathers were excluded from the analysis, as studies 
have found differing perceptions and levels of stress and depression in fathers and mothers 
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(Hastings, Beck & Hill, 2005b; Hastings et al., 2005a; Tehee et al., 2009; Kayfitz, Gragg & 
Orr, 2010) and the father sample was not large enough to use for comparison to the mothers.  
The final sample number was 51. 
 
2.4. Parental Information. 
 
Parental characteristics were derived from a demographic questionnaire (see Table 1.1). 
Information on mothers and fathers was gathered from the demographic questionnaire, but 
mothers completed all of the questionnaires.  The average age of mothers was 46.8 years 
(range, 35-85, SD= 6.8) and of fathers 49.15 years (range, 37-85, SD=9.01). Most mothers 
were married or living with a partner, 78.4% (n=40) and 21.6% (n=11) lived alone. 
Parents’ educational status was at the higher end of the educational spectrum, many 
mothers and fathers had a University degree or higher, (n=27, 52.9%; n=22, 56.4%) 
respectively. Family income was also at the higher end of the spectrum with 56.9% of 
families earning a joint income of £35,000 per annum upwards, and 21.6% (n=11) of 











Table 1.1: Means, ranges, standard deviations and percentages of demographic information 
depicting parental characteristics. 
  Mother  Partner 
Age Mean(SD) 46.8 (6.8) 49.15 (9.01) 
 Range 35-85 37-85 
Relationship 
status 
Married, living with spouse 




N (%) Divorced/Separated/ Widowed   





No formal qualifications 





 or equivalent   





 >3 A-Levels or equivalent 
University degree or equivalent 












< than £15,000 




 £25,001 to £35,000 10 (19.6%)  
 £35,001 to £45,000 5 (9.8%)  
 £45,001 to £55,000 7 (13.7%)  
 £55,001 to £65,000 6 (11.8%)  







2.5. Information about Participants with Autism Spectrum Disorder. 
 
 
The participants with autism spectrum disorder ranged in age from 6-49 years (M=14.27, 
SD= 6.85) and, as expected, the majority of participants were male (n=44, 86.3%). All 
participants were mobile and most were verbal (n=44, 86.3%). All participants scored above 
the cut off for autism spectrum disorder on the Social Communication Questionnaire (15), 
with 20 individuals (39.2%) scoring between 15 and 21, the lower scoring range to 
determine the presence of autistic spectrum disorder, and 31 (60.8%) scored at the higher 
end of the scoring range (22 and above), indicating the likely presence of autism. The mean 
score of the SCQ was 22.7 (SD=5.17). The average score on the self help subscale of the 
Wessex Scale (Kushlick, Blunden & Cox, 1973) which gives a measure of adaptive 




A battery of measures was received by parents. Only the measures used in this study are 
presented. A demographic questionnaire was used to capture generic information. 
Assessments that depicted child characteristics were: a measure of adaptive functioning 
(Wessex Scale, Kushlick et al., 1973), a measure of autism spectrum disorder (Social 
Communication Questionnaire, SCQ, Rutter et al., 2003),  a measure of repetitive, 
restrictive and stereotyped behaviours (The Repetitive Behaviour Questionnaire, RBQ, 
Moss & Oliver, 2008), a measure of hyperactivity and impulsivity (Activity Questionnaire, 
AQ, Burbidge & Oliver, 2008),  a measure of mood and pleasure (Mood, Interest and 
Pleasure Questionnaire, MIPQ, Ross & Oliver, 2003; Ross, Oliver, & Arron, 2008) and a 
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measure of challenging behaviour (The Challenging Behaviour Questionnaire, CBQ, 
Hyman, Oliver & Hall, 2002). Parental measures used were a measure of stress (The 
Questionnaire on Resources and Stress, QRS-F, Friedrich, Greenburg, & Crnic, 1983) and 
of depression (The Hospital Anxiety and Depression Scale, HADS, Zigmond & Snaith, 




 The demographic questionnaire provides information about the child including age, gender, 
mobility and verbal ability. It also gathers parents and carers information, including their 
relationship to the child, gender, age, educational status and family income.   
 
Wessex Scale (Kushlick, Blunden & Cox, 1973). 
 
The Wessex Scale (Kushlick et al., 1973) is a carer report comprising two subscales. The 
Social and Physical Incapacity scale and Self Help and Literacy Scale which assess 
continence, walking, self-care, vision, hearing, speech and literacy. The scale has good 




Social Communication Questionnaire (Rutter, Bailey & Lord, 2003). 
 
 The Social Communication Questionnaire (SCQ) was formerly the Autism Screening 
Questionnaire (Berument, Rutter, Lord, Pickles & Bailey, 1999). It assesses social and 
communication skills in people thought to have autism, aged 4 and over. It is a carer report 
73 
 
consisting of the subscales communication, reciprocal social interaction and restricted, 
repetitive and stereotyped behaviours. Higher scores indicate more atypical behaviours and 
the scale differentiates between those with an Autistic Spectrum Disorder (scores of 15 and 
over) and those with Autism (scores of 22 and above). The tool has been identified as valid 
and useful in identifying autism in children (Eaves, Wingert & Mickelson, 2006; Chandler 
et al., 2007). It also has good concurrent validity with the Autism Diagnostic Interview and 
the Autism Diagnostic Observation Schedule (Berument et al., 1999; Howlin & Karpf, 
2004). The sensitivity of the SCQ has been found to increase with child age (Charman et al., 
2007), and has been found useful to identify features of autism in other syndromes (Howlin 
& Karpf, 2004).  
 
The Repetitive Behaviour Questionnaire (Moss & Oliver, 2008). 
 
The Repetitive Behaviour Questionnaire (RBQ, Moss & Oliver, 2008) is an informant 
report for use for people with an intellectual disability. It consists of 19 items relating to 
specific types of repetitive behaviour. The five subscales are grouped into stereotyped 
behaviour, compulsive behaviour, insistence on sameness, restricted preferences and 
repetitive use of language. Items are based on a 5 point Likert scale and are rated over the 
last month.  
The questionnaire has strong inter-rater reliability, high test–retest reliability, and 
strong concurrent validity with measures such as the Autism Screening Questionnaire 
(Moss & Oliver, 2008). It has good psychometric properties, with inter-rater reliability for 
items ranging from 0.46 to 0.80, with 73% of items above 0.80; test-retest reliability 
coefficients range from 0.61 to 0.93 at item level (Moss & Oliver, 2008; Moss et al., 2009). 
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Activity Questionnaire (Burbidge & Oliver, 2008). 
 
This is a carer based questionnaire that assesses hyperactivity and impulsivity in individuals 
with an intellectual disability. It consists of three subscales, overactivity, impulsivity and 
impulsive speech. Items are scored on a 5-point Likert scale with responses ranging from 
never to always. Item level inter-rater reliability range from 0.31 to 0.75 (mean 0.56) and 
test–retest reliability ranges from 0.60 to 0.90 (mean 0.75) (Burbidge et al., 2010). 
Correlations for inter-rater and test retest reliability are at 0.70 or above at the subscale and 
full-scale level, indicating that this is substantial (Burbidge et al., 2010). Internal 
consistency is good, and the subscales have been found to be separate from adaptive ability, 
meaning that the questionnaire can be used with individuals with a wide range of disabilities 
(Burbidge et al., 2010). 
 
Mood, Interest and Pleasure Questionnaire (Ross & Oliver, 2003; Ross, Oliver 
&, Arron, 2008). 
 
The Mood, Interest and Pleasure Questionnaire have two subscales, mood, and interest and 
pleasure. The questionnaire is a carer report, based on observation in the previous two-week 
period. The questionnaire has good test–retest reliability (0.87) and good inter-rater 
reliability coefficients (0.94) alongside good internal consistency, (0.94) (Ross & Oliver, 
2003).  Evidence to support the construct validity was obtained by correlating scores with 
the Lethargy and Social Withdrawal scale on the Aberrant Behavior Checklist (Aman & 
Singh, 1986).  A revised version of the questionnaire (Ross et al., 2008) has also been found 
to have good psychometric properties, with good internal consistency (Cronbach’s alpha 
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coefficients: total=0.88, Mood= 0.79, Interest and Pleasure= 0.87), test-retest (0.97) and 
inter-rater reliability (0.85), (Ross et al., 2008).   
 
The Challenging Behaviour Questionnaire (Hyman, Oliver & Hall, 2002). 
 
The Challenging Behaviour Questionnaire (CBQ, Hyman et al., 2002) is an informant based 
questionnaire evaluating whether there is presence of self-injury, physical aggression, 
verbal aggression, destruction of property and inappropriate vocalisations in the last month.  
The questionnaire has been shown to have good inter-rater reliability with reliability 
coefficients range from 0.61 to 0.89 (Hyman et al., 2002). The measure examines eight 
presentations of self-injurious behaviour (Bodfish et al., 1995). In the current study the 
questionnaire was used to establish the presence or absence of challenging behaviour, 
grouping challenging behaviours of self injury, aggression and property destruction.  
 
The Questionnaire on Resources and Stress (QRS-F, Friedrich, Greenburg, & 
Crnic, 1983). 
 
A shortened version of The Parent and Family problems subscale from the Questionnaire 
on Resources and Stress – short form (QRS-F, Friedrich et al., 1983) was used to measure 
parental stress and perceived resources. This was a seven item questionnaire (based on 
Griffith, 2011) where five items were removed from the original subscale to avoid overlap 
in measures, as they have been identified as measuring depression rather than parental 
stress (Glidden & Floyd, 1997). The items were reduced to seven by selecting items with 
the highest total correlations. A strong correlation was found between the full 15 item scale 
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and 7 item scale (r=0.75, p<0.05.) and reliability was good (Kuder-Richardson co-efficient 
=0.82) (Griffith et al., 2011). Parents circle true or false in relation to statements such as 
‘caring for X puts a strain on me’. Specific investigation into the QRS-F in association with 
autism, has found good reliability, expected associations with social support, and 
relationships between coping and autism severity (Honey, Hastings & McConachie, 2005). 
 
The Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983; Snaith & 
Zigmond, 1994).  
 
The depression subscale of the Hospital Anxiety and Depression Scale (Zigmond & Snaith, 
1983; Snaith & Zigmond, 1994) was used to measure levels of depression in parents. As a 
single scale this consists of seven items which are rated on a 0-4 point Likert scale. Items 
such as “I feel as though I am slowed down” assess depression. It omits physical symptoms 
to avoid mistaking anxiety or depression for underlying medical disorders. The HADS has 
been found to be valid in identifying  anxiety and depression and their severity (Bjelland, 
Dahl, Haug & Neckelmann, 2002; Herrmann, 1997) and research in different populations 
has suggested that there is good agreement with other measures such as the Center for 
Epidemiological Studies Depression scale (Katz, Kopek, Waldron, Devin, & Tomlinson, 
2004). The HADS has been widely used in community samples of parents of children with 
intellectual disabilities and has excellent psychometric properties (Hastings et al., 2005b). 
The anxiety component of the scale was omitted from the questionnaires as ongoing 
research has indicated that the anxiety scale is oversensitive in this population (C. Oliver, 
Personal Communication, 6th September, 2010) and given the background literature, 





2.7. Data Analysis 
 
 
To determine the presence of challenging behaviour three questions from the CBQ were  
used. The questions determined whether self-injurious behaviours, aggressive behaviours  
and property destruction had occurred  in the last month. The participants showing any of  
the challenging behaviours formed the challenging behaviour group.  
All scores for measures were subject to Kolmogorov-Smirnov tests in order to 
ascertain normal distribution. The QRSF was the only measure not normally distributed and 
the data could not be transformed successfully. Therefore, the QRSF was subjected to non-
parametric analyses.   
Descriptive statistics including means, standard deviations, ranges and frequencies 
were calculated for child and mother variables. T-tests were completed to assess the 
difference of child characteristics between challenging and no challenging behaviours 
groups. The eta values for each significant variable were also calculated to identify the 
effect size.  
 In order to explore whether participant characteristics are related parental stress, 
Spearman’s Rho correlations were conducted between the variables found to be raised with 
the presence of challenging behaviour and parental stress.  
A binary logistic regression was completed to explore whether autistic 
characteristics are predictive of parental stress. The stress measure, the QRSF, is a 
continuous variable, and was recoded into ‘high stress’ and ‘low stress’ categories using the 
median split. The ‘high stress’ group had scores on the QRSF of six upwards, this consisted 
of 28 participants (54.9%). The participants in the ‘low stress’ group had scores of five or 
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below on the QRSF. There were 23 participants (45.1%) in this group. The data was 
checked for outliers and multicollinearity amongst the predictor variables. No outliers or 
high correlation between the variables were found. The binary logistic regression was 
completed with the dependent variable of stress and predictor variables of: challenging 
behaviour (defined by the two groups), adaptive functioning (Wessex), pleasure and interest 





3.1. Challenging Behaviour 
 
Approximately half of the participants had shown some form of challenging behaviours in 
the last month, 51.9% (n=27) had shown self-injurious behaviours, 48.1% (n=25) had 
shown physical aggression and 48.1 % (n=25) had destroyed property. The total number of 
participants showing at least one form of challenging behaviours was 37 (72.5%). The total 
number showing no challenging behaviours was 14, (27.5%). Participants tended to show 
more than one type of challenging behaviour and the groups of combined types of 
challenging behaviours were too small to act as independent groups. Seven participants 
showed a combination of aggression and property destruction, four showed aggression and 
self-injury and four property destruction and self-injury. Three participants showed 
aggression only, three showed property destruction only and four self-injurious behaviours 
only. A third of participants showing challenging behaviours exhibited all three types of 
challenging behaviours (n=12, 32.4%). 
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3.2. Characteristics of Participants in the Challenging Behaviour and No Challenging 
Behaviour Groups. 
 
In order to explore the relationship between person characteristics and challenging 
behaviours, participants were allocated to groups, those showing at least one form of 
challenging behaviour (CB group) and those showing no challenging behaviour (NCB). The 
first hypothesis was that person characteristics will differ between the group that shows 
challenging behaviours and the group who does not. Table 2.1 shows the descriptive 
statistics, means, standard deviations, frequencies and results of statistical analyses.  
Participants in the no challenging behaviour group ranged in age from 9-49 years 
(M=18.92) and in the challenging behaviour group 6-22 years (M=12.51). Most participants 
in both groups were male (NCB, 78.6%, n=11; CB, 89.2%, n=33). All participants were 
mobile and most were verbal (NCB, 92.9%, n=13; CB, 83.8%, n=6).  
Independent t-tests indicated that age, adaptive functioning, reciprocal interaction, 
pleasure and interest and impulsivity differed significantly between groups (see Table 2.1). 
The effect size of adaptive functioning was large (eta squared= 0.21; 21%) as was pleasure 
and interest (eta squared=0.1; 10%). Age had a moderate effect (eta squared=0.09; 9%) 
alongside reciprocal interaction (eta squared= 0.08; 8%) and impulsivity (eta squared 
=0.08; 8%). As expected, the presentation of a number of person characteristics previously 
associated with challenging behaviour was more prominent in the group showing 






Table 2.1: Means, standard deviations (SD) and T-tests/ Mann Whitney-U tests among 
autism characteristics and challenging behaviour groups.  
 
NCB= No challenging behaviour CB= Challenging behaviour 
  NCB (n=14) CB (n=37)  t/Z/X2 p-value 
Age Mean (SD) 18.92 (10.29) 12.51(3.93)  2.27 0.02* 
Gender Male 11 (78.6%) 33 (89.2%)  0.97 0.33 
 Verbal  13 (92.9%) 31 (83.8%)    
Mobile  14 (100%) 37(100%)    
Wessex  self help 8.5 (0.75) 6.93 (1.5)  3.70 0.001** 
Social Communication Questionnaire Subscales 
Communication  8.45 (2.22) 8.38 (2.23)  0.11 0.91 
Restricted, repetitive & 
stereotyped behaviour 
4.59 (2.00) 5.62 (1.93)  -1.68 0.99 
Reciprocal interaction 6.78 (2.86) 8.80 (3.14)  -2.10 0.04* 
Mood Pleasure and Interest Questionnaire Subscales 
Mood   19.64 (3.29) 18.36 (3.66)  1.13 0.26 
Pleasure & interest  17 (4.73) 13.64 (4.46)  2.35 0.02* 
Repetitive Behaviour Questionnaire Subscales 
Stereotyped behaviour 5.50 (4.32) 6.56(4.15)  -0.81 0.42 
Compulsive behaviour 8.67 (7.72) 8.51 (7.15)  0.07 0.94 
Insistence on sameness 4 (2.98) 4.21(2.69)  0.24 0.81 
Restricted preferences 5.23 (2.89)  4.96 (3.64)  0.23 0.82 
Repetitive language use 5.30 (4.26) 6.03 (4.12)  -0.53 0.60 
Activity Questionnaire Subscales    
Impulsivity  14.07(6.62) 18.02 (5.6)  -2.13 0.03* 
Overactivity  16.64 (3.29) 19.18 (9.99)  -1.05 0.30 
Maternal Wellbeing Scales    
Depression (HADS) 6.5 (4.98) 7.65 (4.04)  0.85 0.39 
Stress (QRSF) 4.11 (2.34) 5.67 (1.63)  2.34 0.01** 
Note: *significant at 0.05 level 
 **significant at 0.01 level 
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3.3. Person Characteristics and their Relation to Parental Stress 
 
To address the study’s second aim of exploring the relationship between challenging 
behaviour parental stress and person characteristics, Spearman’s Rho correlations were first 
derived and the results are shown in Table 2.2. This analysis indicated that adaptive 
functioning, pleasure and interest, reciprocal interaction and impulsivity, were correlated 
with stress. Adaptive functioning and interest and pleasure were found to have  moderate 
negative correlations with stress, where higher levels of adaptive functioning and pleasure 
and interest is related with lower levels of stress (Wessex, r=-0.34 p<0.05; pleasure and 
interest, MIPQ, r=-0.34, p<0.05). Impulsivity was found to have a moderate positive 
correlation with stress, (AQ, r=0.38, p<0.01) where elevated impulsive behaviours are 
associated with higher levels of stress. Reciprocal interaction evidenced a small positive 
correlation with stress, (r=0.28, p<0.05), where higher levels of impairment in the ability to 
have social reciprocal interaction relates with higher stress levels in parents.   
Given that there is a significant difference in levels of adaptive functioning, pleasure 
and interest, reciprocal interaction and impulsivity between groups of challenging and no 
challenging behaviours and that these same variables correlate with parental stress, a 
regression analysis was completed to explore whether any of the correlated person 








Table 2.2: Variables correlated with scores of parental stress. 
 
Variable  Parental Stress (N=51) 
Spearman Rho Correlations 
Age -0.06 
Wessex self help -0.34* 
Social Communication Questionnaire Subscales  
Communication  0.33 
Restricted, repetitive & stereotyped behaviour 0.09 
Reciprocal interaction 0.28* 
Mood Pleasure and Interest Subscales  
Mood  -0.27 
Pleasure & interest subscale -0.34* 
Repetitive Behaviour Questionnaire Subscales  
Stereotyped behaviour 0.27 
Compulsive behaviour 0.12 
Insistence on sameness 0.26 
Restricted preferences 0.21 
Repetitive language use 0.24 
Activity Questionnaire Subscales  
Impulsivity 0.38** 
Overactivity 0.25 
Maternal Wellbeing Scales  
Depression (HADS) 0.31* 
 
Note: * correlation is significant at 0.05 level (2 tailed) 
 **correlation is significant at 0.01 level (2 tailed)   






3.4. Variables Predictive of Parental Stress 
 
A binary logistic regression analysis was used to examine the relationship between person 
characteristics, challenging behaviour and parental stress. Based on the first two analyses 
the predictor variables in the regression were adaptive functioning, reciprocal social 
interaction, impulsivity and pleasure and interest. These variables were included in the 
model as they were significantly correlated with parental stress and were found to be 
significantly different between challenging behaviour groups. Challenging behaviour 
groups was the fifth predictor entered into the model. The results are presented in Table 3.1. 
A test of the predictor model against the constant model was significant, (chi (5) 
=12.04, p=0.03). The Hosmer and Lemeshow Test was also completed, which is the most 
reliable test model of fit (Pallant, 2005). For the model to have a goodness of fit, outcome 
on the Hosmer and Lemeshow Test must be above usual levels of significance, and this was 
the case (chi=11.62, p=0.17). A Cox & Snell R Square test and Nagelkerke R Square Test 
were also run to provide an indication of the amount of variation in the dependent variable 
explained by the model. The Cox and Snell test had an R Square value of 0.21, indicating 
21% of variance to be explained by the model, whereas the Nagelkerke R Square value was 
0.29, indicating that the model would explain 29% of variance. As the tests demonstrated 
that the model was worthwhile, the binary regression analysis with the five independent 
variables was completed.  
The predictor model improved the amount of variables predicted correctly by the 
constant model (constant model= 56%, predictor model= 66%). For the low stress group 
50% were correctly predicted and for the high stress group 78.6% of cases were correctly 
predicted. The Wald criterion showed the only significant predictor variable in the model to 
84 
 
be impulsivity, Wald= 3.84, p=0.05, df=1 and this is on the margin of significance. As a 
positive predictor variable, an increase in impulsivity will make it more likely for a parent 
to be stressed. The odds ratio of having a child exhibiting impulsivity which will make it 
more likely that a parent will be stressed is EXP (B) = 1.12. Each time impulsivity increases 
by one unit, the odds of parental stress increase 1.12 times. However, it should be noted that 
this is marginally significant with confidence intervals at 95% are 1.00-1.25. 
 








       95% C.I for 
EXP(B) 
 
 B S.E Wald df Sig. Exp(B) Lower  Upper 
         
Challenging 
behaviour group 
-1.04 0.84 1.53 1 0.22 0.35 0.07 1.83 
Impulsivity 0.11 0.06 3.84 1 0.05 1.12 1.00 1.25 
Pleasure and 
interest 
-0.09 0.08 1.48 1 0.22 0.91 0.78 1.06 
Adaptive 
functioning 
-0.03 0.25 0.01 1 0.91 0.97 0.59 1.58 
Social reciprocal 
interaction 
-0.01 0.12 0.01 1 0.91 0.99 0.78 1.25 





This study addressed two aims. First was the hypothesis that participants with autism 
spectrum disorder showing challenging behaviour will evidence more prominent 
characteristics associated to autism. Adaptive functioning, reciprocal social interaction, 
communication, mood, pleasure and interest were expected to be more impaired, and 
impulsivity, overactivity and restricted repetitive behaviours were expected to be more 
prominent in the group showing challenging behaviours. The second aim was to explore the 
relationship between challenging behaviour, person characteristics associated with 
challenging behaviour and parental stress. As expected based on previous literature, 
comparisons between the challenging behaviour and no challenging behaviour groups 
supported the first hypothesis. The person characteristics of adaptive functioning, pleasure 
and interest and reciprocal social interaction were lower when challenging behaviours were 
present and impulsivity was higher. The challenging behaviour group was also younger.  
In exploring the relationship between parental stress and person characteristics, 
correlations showed lower adaptive functioning, lower pleasure and interest and lower 
reciprocal social interaction were associated with higher parental stress.  Higher levels of 
impulsivity were also found to be positively correlated with parental stress. Impulsivity was 
the only variable found to be predictive of stress in the regression analysis and this was on 
the margin of significance. Person characteristics of communication, mood, overactivity and 
repetitive, stereotyped behaviours did not differ significantly between the challenging 
behaviour and no challenging behaviour groups. These characteristics were not found to be 
associated with parental stress. Therefore, a new model of predictors of parental wellbeing 















Figure 2.1:  Model of participant characteristics and how they interact to predict parental 
wellbeing 
 
Lower levels of adaptive functioning have been consistently associated with autism 
spectrum disorder (Liss et al., 2001; Kenworthy, Case, Harms, Martin & Wallace, 2010; 
Hartley et al., 2008; Matson, Rivet, Fodstad, Dempsey, & Boisjoli, 2009b; Matson & 
Shoemaker, 2009) and in this study, adaptive functioning is lower when challenging 
behaviour is evident. Whilst studies have found that adaptive functioning worsens with the 
presence of psychiatric co-morbid presentations  (Matson et al., 2009b) and is associated 
with lower IQ (Liss et al., 2001; Kenworthy et al., 2010) no studies to date focus on the 
difference in adaptive functioning when there is the presence of challenging behaviours.  
However, the finding that lower adaptive functioning is associated with higher parental 











Pleasure and interest derived from the surrounding environment and poorer 
reciprocal social interaction are, arguably, both characteristics of autism spectrum disorder. 
Both traits were associated with stress and differed between challenging behaviour groups. 
Arron et al. (2011) also found lowered pleasure and interest in genetic groups showing self-
injurious behaviours, and in groups showing aggressive behaviours, reciprocal social 
interaction was lowered. This is consistent with other research showing that prosocial 
behaviour is a negative predictor of maternal stress, so the more prosocial behaviour that is 
encountered, the less stress is experienced (Beck, Hastings, Daley & Stevenson, 2004).  
  Overactivity, was not related to the presence of challenging behaviours or parental 
stress, whereas impulsivity was found to be higher in those with challenging behaviours and 
is the only predictor of maternal stress from the results of the regression analysis. 
Impulsivity has been found to be related to challenging behaviours in people with 
intellectual disabilities (Villa et al., in preparation; Rojahn, Matson, Naglieri, & Mayville, 
2004; Oliver, Sloneem, Hall, & Arron, 2009). Arron et al. (2011) also found that 
overactivity and impulsivity was higher in a number of people with genetic disorders when 
aggression and self-injury were present, and a similar result was found by Oliver et al. 
(2010). 
  Impulsivity may be more difficult for parents to cope with than challenging 
behaviours alone or other person characteristics, as the nature of impulsivity may make it 
difficult for parents to plan and implement coping strategies and interventions. Long term 
this may undermine parental confidence in their abilities. Recent studies that separate 
impulsivity from other traits have found a negative impact of impulsivity on parents 
(Bostrom et al., 2010). 
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Repetitive, restricted, compulsive and stereotyped behaviours were not found to be 
associated with challenging behaviours or parental stress in this study. Previous research 
has found restricted and repetitive behaviours to be associated with challenging behaviours 
(Shattuck et al., 2007; Murphy et al., 2009; Davies, 2009, Villa et al., in preparation) and  
parental stress (Bishop, Richler, Cain, & Lord, 2007). However, repetitive and restricted 
behaviours may not be associated with challenging behaviours in this study because all 
participants show repetitive and restricted behaviours as the presence of these behaviours 
are related with autism spectrum disorder. 
Age was a significant variable in this study, with younger children showing more 
challenging behaviours. Age has been an inconsistent factor in the literature with some 
studies finding that challenging behaviours and self injury are more prevalent in younger 
people with autism (Baghdadli et al., 2003; Holden & Gitlesen, 2006) and other studies 
finding no changing relationship between age and challenging behaviours (Murphy et al., 
2009; Matson et al., 2010; McTiernan et al., 2011) . Other research has found a decrease in 
the rate of challenging behaviours and stereotypy as age increases (Shattuck et al., 2007).  
This study has extended the literature by not only supporting literature that has 
previously evidenced more prominent autistic characteristics where there is the presence of 
challenging behaviours and relating challenging behaviours with parental stress, but also by 
showing that person characteristics, in particular impulsivity also relate to parental stress, 






4.1. Strengths and Limitations of the Study 
 
The strengths of this study are the comprehensive evaluation of relevant person 
characteristics (adaptive functioning; mood, interest and pleasure; repetitive, restricted and 
stereotypical behaviour; social interaction and communication; impulsivity and 
overactivity) using measures adapted for people with intellectual disability. 
The group was reasonably homogenous as all participants live in the parental home. 
The parental sample consists of mothers, as inclusion of fathers may have confounded the 
overall findings, given that there are differences in father and mother perceptions and stress 
and depression levels (Hastings et al., 2005b; Hastings et al., 2005a; Tehee et al., 2009; 
Kayfitz et al., 2010). The sample is reasonably well defined by assessment and evaluation 
on the SCQ. Although this is not a diagnostic assessment it is the most widely used 
screening measure and would allow replication.  
The main limitation of this study is the small sample size. The limited sample size is 
especially pertinent in line with the regression model, where each predictor variable had 10 
participants. The power of the model could have been increased with more participants. 
Therefore, impulsivity as a predictor for stress, especially given the confidence intervals, 
warrants further investigation. The large variance in participants’ age could also be viewed 
as a weakness of the study. However, if age groups were made more homogenous, the 
sample sizes would have been further reduced and statistical power and analysis 
compromised.   
The participants showed different types of challenging behaviours (e.g. aggression, 
self injury, property destruction). However due to the sample size, groups showing different 
types of behaviour were too small to act as comparison groups to one another. This meant 
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that participants were grouped as showing a type of challenging behaviour or not. If groups 
were large enough to act as comparators to one another, challenging behaviour type and 
person characteristics could have been explored. Similarly, parental stress in relation to 
different types of challenging behaviours could also have been explored. 
The measure used to assess parental stress was a reduced measure of the QRSF. The 
reduced measure has been found to have good reliability and validity (Griffith et al., 2011), 
although it has not been widely used, and may not be as effective as the full scale. However, 
using a reduced measure was more user friendly for the parent completing the 
questionnaires. The depression scale of the HADS was used to measure parental depression, 
and although depression was not found to significantly differ between challenging and no 
challenging behaviour groups, given other literature which has found a relationship between 
autistic characteristics and depression (Meltzer, 2011), further exploration into adult mental 
health difficulties in relation to person characteristics may be beneficial.  
The parent participant group were high in economic and educational attainment. 
This may eliminate other confounding stressors, such as financial hardship, however a more 
diverse sample of participants would allow further generalisability of the results. 
 
4.2. Clinical Implications and Future Directions 
 
The results of this study are preliminary but are supportive of other studies that have begun 
to recognise the role of  impulsivity in both challenging behaviours  and parental stress 
(Villa et al., in preparation; Bishop et al., 2007; Davies, 2009; Arron et al., 2010; Oliver et 
al; 2010; Bostrom et al., 2010). Clinically, it would be helpful to recognise impulsivity 
when considering interventions to help with challenging behaviour and parental stress, as it 
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may complicate systematic coping or intervention strategies that parents may use. However, 
the role of impulsivity needs further exploration in relation to challenging behaviours, 
person characteristics and parental wellbeing.  
 As this study had a limited number of participants, it would be useful to replicate the 
study with a larger number of participants in order to compare results. In addition, restricted 
age bands would make the methodology stronger.  
Overall, further research needs to be undertaken in assessing individual autistic 
characteristics and their relationship to challenging behaviours and parental stress. From 
this study, impulsivity, social aspects such as reciprocal social interaction and pleasure and 
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The research outlined in this paper has been conducted by Sarah Weaver, Trainee Clinical 
Psychologist at the University of Birmingham, as a partial requirement to the completion of 
a Clinical Doctoral degree (DClinPsy). 
 
Overview of Literature Review 





Research has primarily focused on stress, depression and other mental health difficulties 
encountered by parents caring for children with intellectual disabilities. Whilst this research 




The literature review had three aims. First, to identify themes about the positive impact of 
caring for people with intellectual disabilities. These themes were identified from research 
that used interviews and questionnaires with parents. Second, the review aimed to look at 
some of the questionnaire measures used in studies, and to explore the types of positive 
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impact the questionnaires assessed. Third, the review aimed to look at the relationship 




The study found fourteen themes that parents identified as positive impacts of caring. These 
themes focused on the positive emotions of the parent, increased empathy for other people, 
rethinking life values and an emphasis on their child’s achievement. There were two main 
questionnaire measures used that assess the positive impact of caring. These were called 
The Kansas Inventory of Positive Perceptions, which assessed positive perceptions of 
caring, and the Positive and Negative Affect Scale, which assessed emotions.  
When looking at the relationship between the positive impact of caring and parental 
wellbeing, the presence of positive impact was related to improved wellbeing. The study 
draws attention to other factors that may affect the relationship between the positive impact 
of caring and parental wellbeing. These are; mother and father differences in wellbeing and 
sense of positive impact, the type of syndrome or disability that the child has, and whether 
or not the child has challenging behaviours. Parental differences also seem to affect the 
relationship between positive impact and wellbeing, for example with parents using 




The review concludes that a definition of positive impact relating to caring for people with 
intellectual disabilities would be helpful, and a model to explain how positive impact is 
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utilised would be useful. In order to do this further research into positive impact, parental 
wellbeing and other factors is needed. 
 
Overview of Research Paper 




Parents who care for children with intellectual disabilities tend to experience more stress. 
There is evidence to suggest that this is because people with intellectual disabilities show 
more types of challenging behaviours, such as aggression and self-injury. In parents who 
care for children with autism spectrum disorder, their stress is higher still. Challenging 
behaviours are even higher in people with autism spectrum disorder than in people with 
other types of intellectual disability. Research has shown that the more severe the autism 
spectrum disorder is the more severe challenging behaviours are. Recent research has 
suggested that stress in parents, may not only be due to their child’s challenging behaviours, 
but may also be because people with autism spectrum disorder show other characteristics 
which parents may find difficult. Types of characteristic that people with autism spectrum 
disorder may show are lower levels of self-care skills, lower levels of shared social 
interaction, poorer communication skills, lower mood and lower pleasure and interest in 
activities. Individuals with autism spectrum disorder may also show repetitive and obsessive 
behaviours, where a child may be unable to deviate from an activity or routine. Higher 
levels of overactivity and impulsivity may also be present in people with autism spectrum 
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disorder. These types of characteristic have been found to be more severe in people with 




Taking into account the research, the study had two aims. The first one was to explore 
whether autistic characteristics were higher in people with autism that showed challenging 
behaviours. The second aim was to explore the relationship between autistic characteristics, 




Participants were 51 individuals with autism spectrum disorder and their mothers. 
Individuals with autism spectrum disorder ranged in age from 6 years to 49 years. 
Participants were contacted as they had previously taken part in similar research with the 
University of Birmingham and they had agreed for their details to be held by the University 




Parents of individuals with autism spectrum disorder received a letter explaining the aims of 
the study. They also received a consent form that confirmed they agreed to their children 
and themselves to take part in the study. They filled in questionnaires about their children 
with autism spectrum disorder, about the family and about their wellbeing. They returned 
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the questionnaires in a stamped addressed envelope. In return for taking part, parents 




When participants with autism spectrum disorder showed challenging behaviours, 
characteristics including the child’s self care skills, pleasure and interest and shared social 
interaction were lower than in participants who did not show challenging behaviours. The 
characteristic of impulsivity was higher in participants that did show challenging 
behaviours. Participants who showed challenging behaviour were lower in age than 
participants who did not show challenging behaviour.  Repetitive and obsessional 
behaviours, mood and overactivity were autistic characteristics that were not different when 
challenging behaviour was shown.  
When looking at characteristics that were associated with parental stress, higher 
impulsivity and lower pleasure and interest, poorer self-help skills and lower shared social 
interaction were found to be linked with stress. Repetitive and obsessional behaviours, 
mood and overactivity were not found to be related with parental stress Impulsivity was the 
only characteristic that was found to predict parental stress. 
 
Summary and Conclusions 
 
Some autistic characteristics are worse when challenging behaviour is present. A focus on 
this is important, so that when professionals try to help parents cope, parents and 
professionals can focus on the challenging behaviour and the autistic characteristics, such as 
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lower pleasure and interest and heightened impulsivity. This may help to lower parents’ 
overall stress.  
The study does support other recent literature that has started to look at impulsivity 
in children with autism spectrum disorder and recognise its importance. Impulsivity in 
children may be difficult for parents to cope with as there is no pattern to their children’s 
routines or behaviours, which may feel stressful for the parent. However, more knowledge 
is needed about how impulsivity along with other autistic characteristics may interact with 










Tables Used in the Literature Review 
 
 
1.1:  Complete table of papers used in the literature review in alphabetical order 
1.2:  Quality review of qualitative articles included in the review based on Sale and 
 Brazil’s (2004) critical appraisal criteria  
1.3:  Quality review of quantitative articles included in the review based on Sale 
 and Brazil’s (2004) critical appraisal criteria.  
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Appendix 1.2: Quality review of qualitative articles included in the review based on 


















 Qualitative papers used in review Mixed methods 
Qualitative Criteria 


















































+ + + + + +  + + 
TriaSngulation of 
methods 
  + +  +  + + 
Triangulation of 
investigators 
+ + + + +     
Triangulation of 
theory 
+ + + +  +   + 
Peer debriefing  +  +      
Negative case 
analysis 
         
Member checks + +       + 
Use of quotations + +  + + +  + + 
Informed consent 
stated 
 +  +      
Ethical review + +  + +   + + 
Statement  of 
confidentiality 
   +      
Consent described  +  +     + 





































+ + + + + +  + + 
Statement of 
research 
+ + + + + +  + + 
Rationale 
qualitative method 
+ + + + + +   + 
Rationale 
qualitative tradition 
    +     
Description of study 
context 
+ + + + + +  + + 
Statement of 
selecting context 
  + + + +  + + 
Statement of 
selection setting 
+  + + + +   + 
Sampling procedure + + + + + +  + + 
Rationale sampling 
strategy 
 + +  + +  + + 
Description of 
participants 
+  + + + +  + + 
Data gathering 
described 
+ + + + + +  + + 
Audio taping 
described 
 +  / +   / + 
Transcription 
described 




 +  /    /  
+= the  paper has fulfilled indicated criteria, /= the criteria is not applicable to the study, a blank box 







 + + + + +   + 
Coding techniques 
described 
 + + + +    + 
Collection to 
saturation specified 
  +   +    
Reflexive journals 
kept 
         
Description raw 
data 
 + + + +    + 


























 + + +      























External audit of 
data and 
reconstruction 
 + + + +     





    +   +  
 3 0 1 2 2 3 0  1 0 
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+ + + + +  + + + + + + + + + +  +  
Differences 
controlled for in 
analysis 





/ / / / + / + / / + + / + + / +  / / 
Statement comp. 
group treated equally 
(int. aside) 
/ / / / + / + / / + + / + + / +  / / 
Informed consent 
stated 
 +       + +     + +   + 
Ethical review 
undertaken 
  +      +     +  +  + + 
Statement of 
confidentiality 
     +   +       +    



































Statement of purpose + + + + + + + + + + + + + + + +  + + 
Objective of study 
described 
+ + + + + + + + + + + + + + + +  + + 
Description of 
intervention 
/ / / / / / / / / / / / / / / /  / / 
Assessment of 
outcome blinded 
/ / / / / / / / / / / / / / / /   / 
Description of 
setting/condition 
+ + + + + + + + + + + + + + + +  + + 
Design explicitly 
stated 




+ + + + + + + + + + + + + + + +  + + 
Sample randomly 
selected 
                   
Inclusion and 
exclusion criteria for 
participants stated 
explicitly 
+ + + + +  +   + + + +  + +   + 
Study population 
defined 
+ + + + + + + + + + + + +  + +  + + 
+= the paper has fulfilled indicated criteria, /= the criteria is not applicable to the study, a blank 















Source of subjects 
stated 
+ + + + + + + + + + + + + + + +  + + 
Source of controls 
stated 




/ / / / + / + / / + + / + + / +   / 
Statement regarding 
non respondents 
+ + +  + +   +      + +  + + 
Missing data 
addressed 
 + +            + +    
Power calculation 
for sample size 




+ + + + + + + + + + + + + + + +  + + 
Confidence intervals 
given for main 
results 
+ + + + + + + + + + + + + + + +    
Data gathering 
procedure described 




+ + + + + + + + + + + + + + + +  + + 
Hypotheses 
described 
+     + + + +  + + + + +     
 Statistical and 
clinical significance 
acknowledged 
+ + + + + + + + + + + + + + + +  + + 
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Re: Name of participant     
 
  
Dear Name of parent/carer/guardian, 
 
You may remember that you and your son/daughter (name) have taken part in our 
research before by completing questionnaires about the person you care for. We 
hope you found the feedback that we sent to you helpful.  
 
We are now continuing this project by carrying out a follow-up to find out about 
changes and progress since we first contacted you.  This is the first study to follow 
people with an autistic spectrum disorder up over such a long period of time and 
the results of this study will be important for understanding how people with autism 
change as they grow older. The more people that take part in the research, then 
the more meaningful the results are. A good response at this follow up will provide 
new and valuable information. 
 
We are contacting you because you have agreed for your personal details to be 
kept at the Cerebra Centre for Neurodevelopmental Disorders at the University of 
Birmingham, and to be contacted with information about future research at the 
centre. We would like to invite you and your son/daughter (name) to continue to 
take part in this research by completing the enclosed questionnaires. When we 
have analysed the information you send to us, we will provide personalised 
feedback about the person you care for and we will report any changes from 
previous assessments.   
 
There is an information sheet enclosed that gives you more details about why the 
research is being carried out and what it will involve. If you and your child/person 
you care for would like to take part in the study then please complete the enclosed 





Please read the information sheets before completing the questionnaires and 
if you are unclear about any aspect of the study or have any questions then 
contact Professor Chris Oliver at the address below or on ............  
 
Thank you for your time and we look forward to hearing from you. 
 
Yours sincerely                                                                                                     
                                  
Chris Oliver        
 
 
Professor of Neurodevelopmental Disorders       
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Understanding Behaviour in Individuals with Neurodevelopmental Disorders: 
Information Sheet 
 
Please read this information carefully before deciding whether you wish to take part in the 
study.  If you have any further questions please contact Professor Chris Oliver on  
 or at . If you have any medical/ other problems which make 
it difficult for you to read this information, please contact Professor Chris Oliver for a verbal 
explanation of the research. 
 
When you are happy that you have all of the information you need to be able to decide 
whether or not you and your child/the person you care for would like to take part in the 
study, please complete the enclosed consent form and questionnaire pack return them to 
us in the prepaid envelope provided 
 
Background to the study: 
You may remember that you have taken part in our research before by completing 
questionnaires about the person you care for. We hope you found the feedback that we 
sent to you helpful. We are now extending this project by carrying out a one year follow-up 
to find out about changes since we first contacted you.  The results of this study will be 
important for understanding how people change as they grow older. Currently, very little is 
known about how people with Autistic Spectrum Disorder progress and change over time. 
The more people that take part in this research, then the more meaningful the results are. 
A good response at this one year follow up will provide new and valuable information 
concerning age related behaviour changes seen in Autistic Spectrum Disorder. 
 
Aims of the study: 
1. To further our understanding of challenging behaviour, repetitive behaviour, 
hyperactivity, mood and social functioning in individuals with Autistic Spectrum 
Disorder. 
2. To understand what happens with regard to these behaviours as children and adults 
develop. 
3. To understand what, if any, changes may occur with regard to these behaviours when 
the individuals reach a certain age.  
4. To understand the impact of having a child with a disability has on the family. 
 





Where will the research take place? 
The research will involve completing the enclosed questionnaire pack. This can be 
completed by you in your own time. 
 
Who will be involved in collecting the data? 
Members of the research team at the Cerebra Centre for Neurodevelopmental disorders 
including disorders including Professor Chris Oliver and Dr. Joanna Moss and Sarah 
Weaver.  
 
How long will participation in the study take? 
The questionnaire pack will take approximately 45 minutes to complete. 
 
In the future you may be asked if you would like to complete the questionnaire again so 
that we can start to understand what happens to people with Autistic Spectrum Disorder 
across their lifetime. We will only contact you with this invitation if you have previously 
agreed to be contacted by the research team at the University of Birmingham with 
information about research studies conducted by the team. 
 
Sometimes after you have completed the questionnaire, we may need to contact you again 
in order to clarify any information that you have provided or to ask you for further 
information regarding the diagnosis of the person you care for. This helps us to ensure that 
our data is as useful and as accurate as possible. If this happens then we would contact 
you again within 6 months of receiving your questionnaire pack to ask whether or not you 
would be willing to provide us with the extra information.  
 
What will participants be required to do during the study? 
We will ask parents and caregivers to complete the enclosed questionnaire pack and return 
it to us alongside the consent form in the pre-paid envelope provided.  
 
Are there any risks that individuals taking part in the study might face? 
There will not be any risks associated with participation in this study.  
 
What are the potential benefits for participants from taking part? 
You will receive a personalised feedback regarding your child/ the person you care for. 
This study will help us to find out more about the lives of people with Autistic Spectrum 
Disorder and the difficulties that these people face.  The results might help us to improve 
things for people with Autistic Spectrum Disorder in the future. You will have the option to 
decide whether or not you would be happy to be contacted by the University of Birmingham 
on behalf of Great Ormond Street Hospital for a full clinical/medical evaluation by the 
clinical genetics team should this be considered appropriate. This is optional and will not 
affect your participation in the current study. Unfortunately it will not be possible for 
everyone who participates in the study to be invited for this clinical evaluation. 
 
Where will data be stored? 
The data collected will be kept in locked or password protected storage at the University of 
Birmingham.  Only members of the research team at the University of Birmingham will 
have access to information that we collect about you.  Information will be treated as strictly 




If you/ the person you care for decide(s) to participate, what will happen after that 
participation? 
You and your child or person you care for will receive an individual feedback report 
describing the results of all of the assessments that were carried out during the study.   If 
requested by, this feedback report will be circulated to other interested individuals.  
Descriptions of research findings will be published in newsletters of the relevant family 
support groups and educational institutions involved.  Any request for advice concerning 
the person you care for will be referred to Professor Chris Oliver, Clinical Psychologist. 
The researchers will publish the findings from the study in scientific journals and will 
present the results at relevant conferences. 
 
What will happen to the data afterwards? 
The information that you provide will be locked in a filing cabinet at the University of 
Birmingham or held on a password protected database. Participants will be identified by a 
unique number so that the information you provide us with cannot be traced to your 
personal details. .  You will be able to decide whether or not you want to make your 
research data available to any professionals or clinicians working with you and the person 
you care for should they wish to see it. This is optional and will not affect your participation 
in the current study. If you agree to this, then your research data will only be made 
available to relevant clinicians or professionals should they contact us directly and request 
to see it. If you do not agree to this then research data will not be made available to anyone 
other than the research team at the University of Birmingham. 
 
What will happen to my personal details afterwards? 
Since you have previously been involved in our research projects at the University of 
Birmingham and have agreed to be contacted by the research team with information about 
future research work, we have a copy of your personal details on the ‘Regular Participant 
Database’. This database is password protected and only approved members of out 
research team have access to your details.  We do not share your details with anyone 
outside the research team. 
 
What happens if I decide that I no longer want my details on the Regular Participant 
Database? 
All you would need to do is contact Chris Oliver on  or at 
 or at the School of Psychology, University of Birmingham, 




After having read all of the information and having received appropriate responses to any 
questions that you may have about the study you will be asked to give your and your 
child’s/ person you care for consent to participate in the study if you decide that you do 
wish to participate.  The section below on ’Giving consent’ will explain this process.  We 




Even after consent has been granted, participants can request to be withdrawn from the 
study at any time, without giving a reason. Even after participation has taken place, 
consent can be withdrawn and any data collected will be destroyed.  This will not restrict 
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the access of you/ the person you care for to other services and will not affect their right to 
treatment. 
 
What if there is a problem? 
If you have a concern about any aspect of this study, you should ask to speak to the 
researchers who will do their best to answer your questions. Please contact Chris Oliver on 
 or at  in the first instance. If you remain unhappy and 
wish to complain formally, you can contact: Professor Chris Miall; Head of School; School 
of Psychology, University of Birmingham, Birmingham, B15 2TT, by email: 
  or by phone on  
 
Confidentiality                  
The confidentiality of participants will be ensured.  If published, information on the 
participant will be presented without reference to their name or any other identifying 
information.  All personal details will be kept separately from the information collected so 
that it will only be possible to connect results to individuals via a special code.  This will 
ensure that results are kept anonymous.  In the unlikely event of any evidence of abuse 
being identified, this information will be disclosed by the research workers. 
 
Review 
The study has been approved by  Research Ethics Committee. For any 
queries or concerns regarding the ethical approval of this study please contact  
 on  quoting study reference number:  
 
Further information 
If you would like any more information about the study please contact Professor Chris 
Oliver on  or at .  Or write to Chris Oliver, School of 
Psychology, University of Birmingham, Edgbaston, Birmingham, B15 2TT.  
 
Giving consent 
Now it is up to you whether you decide that you and your child/the person you care for 
would like to participate.  The decision about whether or not to take part in the study must 
be ‘informed’.  This means that anyone making the decision must understand exactly what 










You need to decide whether your child/the person you care for is able to understand enough 
about the study to make an ‘informed’ decision independently about whether or not they would 
like to participate and to communicate this decision to you.  If you are unsure whether or not 
your child/person you care for is able to understand enough to make a decision independently 
then we can provide you with some guidelines to help you to assess this A symbol information 
sheet can also be made available to you if this would be of help.  
 
Please contact Professor Chris Oliver  or   to request a 
copy of this.  
Please choose from one of the following options: 
 
1. My child/ the person I care for is able to understand what is 
involved in the study and what will be required from them if 
they participate and has communicated their decision to me: 
 
If you think that the person is is able to understand enough about the study in order to 
make an ‘informed’ decision and they decide that they would like to participate then please 
ensure that they complete Section 1 of Consent Form A coloured YELLOW enclosed.  A 
parent/carer will need to complete Section 2 of Consent From A coloured YELLOW in 
order to indicate that they also agree to participate in the study. A symbol information sheet 
can be made available in order to support your child/person you care for in making this 
decision if it would be of help. Please contact the research team if you would like a copy of 
the symbol consent form or if you need us to adapt this information further in order to suit 
your child’s needs. Please return the consent form along with the questionnaire pack to us 
in the prepaid envelope provided.  
 
 
2. My child/ the person I care for is unable to understand what is 
involved in the study and what will be required from them if 
they participate (either because they are too young to 
understand or because they are unable to understand) and  
cannot communicate their decision to me: 
 
If you are reading this information on behalf of someone you care for who is under the age 
of 16 years and you decide that the person is not able to make an ‘informed’ and 
independent decision about whether or not they would like to participate, then we would 
like to ask you to decide whether or not you think that it is in your child’s best interests for 
them to participate in the study and whether you would like to provide your consent to 
participation on their behalf. If you would like your child/person you care for to participate in 
this study, please complete Consent Form B coloured PURPLE enclosed. Please return 
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Understanding Behaviour in Individuals with Neurodevelopmental Disorders: 
Information Sheet 
 
Please read this information carefully before deciding whether you wish to take part in the 
study.  If you have any further questions please contact Professor Chris Oliver on  
 or at . If you have any medical/ other problems which make 
it difficult for you to read this information, please contact Professor Chris Oliver for a verbal 
explanation of the research. 
 
When you are happy that you have all of the information you need to be able to decide 
whether or not you and your child/the person you care for would like to take part in the 
study, please complete the enclosed consent form and questionnaire pack return them to 
us in the prepaid envelope provided 
 
Background to the study: 
You may remember that you have taken part in our research before by completing 
questionnaires about the person you care for. We hope you found the feedback that we 
sent to you helpful. We are now extending this project by carrying out a one year follow-up 
to find out about changes since we first contacted you.  The results of this study will be 
important for understanding how people change as they grow older. Currently, very little is 
known about how people with Autistic Spectrum Disorder progress and change over time. 
The more people that take part in this research, then the more meaningful the results are. 
A good response at this one year follow up will provide new and valuable information 
concerning age related behaviour changes seen in Autistic Spectrum Disorder.  
 
Aims of the study: 
5. To further our understanding of challenging behaviour, repetitive behaviour, 
hyperactivity, mood and social functioning in individuals with Autistic Spectrum 
Disorder. 
6. To understand what happens with regard to these behaviours as children and 
adults develop. 
7. To understand what, if any, changes may occur with regard to these behaviours 
when the individuals reach a certain age.  
8. To understand the impact of having a child with a disability has on the family. 
 





Where will the research take place? 
The research will involve completing the enclosed questionnaire pack. This can be 
completed by you in your own time. 
 
Who will be involved in collecting the data? 
Members of the research team at the Cerebra Centre for Neurodevelopmental disorders 
including disorders including Professor Chris Oliver, Dr. Joanna Moss and Sarah Weaver.  
 
How long will participation in the study take? 
The questionnaire pack will take approximately 45 minutes to complete. 
 
In the future you may be asked if you would like to complete the questionnaire again so 
that we can start to understand what happens to people with Autistic Spectrum Disorder 
across their lifetime. We will only contact you with this invitation if you have previously 
agreed to be contacted by the research team at the University of Birmingham with 
information about research studies conducted by the team. 
 
Sometimes after you have completed the questionnaire, we may need to contact you again 
in order to clarify any information that you have provided or to ask you for further 
information regarding the diagnosis of the person you care for. This helps us to ensure that 
our data is as useful and as accurate as possible. If this happens then we would contact 
you again within 6 months of receiving your questionnaire pack to ask whether or not you 
would be willing to provide us with the extra information.  
 
What will participants be required to do during the study? 
We will ask parents and caregivers to complete the enclosed questionnaire pack and return 
it to us alongside the consent form in the pre-paid envelope provided.  
 
Are there any risks that individuals taking part in the study might face? 
There will not be any risks associated with participation in this study.  
 
What are the potential benefits for participants from taking part? 
You will receive a personalised feedback regarding your child/ the person you care for. 
This study will help us to find out more about the lives of people with Autistic Spectrum 
Disorder and the difficulties that these people face.  The results might help us to improve 
things for people with Autistic Spectrum Disorder in the future. You will have the option to 
decide whether or not you would be happy to be contacted by the University of Birmingham 
on behalf of Great Ormond Street Hospital for a full clinical/medical evaluation by the 
clinical genetics team should this be considered appropriate. This is optional and will not 
affect your participation in the current study. Unfortunately it will not be possible for 
everyone who participates in the study to be invited for this clinical evaluation. 
 
Where will data be stored? 
The data collected will be kept in locked or password protected storage at the University of 
Birmingham.  Only members of the research team at the University of Birmingham will 
have access to information that we collect about you.  Information will be treated as strictly 
confidential and handled in accordance with the provisions of the Data Protection Act 1998. 
 




You and your child or person you care for will receive an individual feedback report 
describing the results of all of the assessments that were carried out during the study.   If 
requested by, this feedback report will be circulated to other interested individuals.  
Descriptions of research findings will be published in newsletters of the relevant family 
support groups and educational institutions involved.  Any request for advice concerning 
the person you care for will be referred to Professor Chris Oliver, Clinical Psychologist. 
The researchers will publish the findings from the study in scientific journals and will 
present the results at relevant conferences. 
 
What will happen to the data afterwards? 
The information that you provide will be locked in a filing cabinet at the University of 
Birmingham or held on a password protected database. Participants will be identified by a 
unique number so that the information you provide us with cannot be traced to your 
personal details. You will be able to decide whether or not you want to make your research 
data available to any professionals or clinicians working with you and the person you care 
for should they wish to see it. This is optional and will not affect your participation in the 
current study. If you agree to this, then your research data will only be made available to 
relevant clinicians or professionals should they contact us directly and request to see it. If 
you do not agree to this then research data will not be made available to anyone other than 
the research team at the University of Birmingham. 
 
What will happen to my personal details afterwards? 
Since you have previously been involved in our research projects at the University of 
Birmingham and have agreed to be contacted by the research team with information about 
future research work, we have a copy of your personal details on the ‘Regular Participant 
Database’. This database is password protected and only approved members of out 
research team have access to your details.  We do not share your details with anyone 
outside the research team unless you tell us to. 
 
What happens if I decide that I no longer want my details on the Regular Participant 
Database? 
All you would need to do is contact Chris Oliver on  or at 
 or at the School of Psychology, University of Birmingham, 




After having read all of the information and having received appropriate responses to any 
questions that you may have about the study you will be asked to give your and your 
child’s/ person you care for’s consent to participate in the study if you decide that you do 
wish to participate.  The section below on ’Giving consent’ will explain this process.  We 




Even after consent has been granted, participants can request to be withdrawn from the 
study at any time, without giving a reason. Even after participation has taken place, 
consent can be withdrawn and any data collected will be destroyed.  This will not restrict 





You need to decide whether your child/the person you care for is able to understand enough 
about the study to make an ‘informed’ decision independently about whether or not they would 
like to participate and to communicate this decision to you.  If you are unsure whether or not 
your child/person you care for is able to understand enough to make a decision independently 
then we can provide you with some guidelines to help you to assess this A symbol information 
sheet can also be made available to you if this would be of help.  
 
Please contact Professor Chris Oliver  or   to request a 
copy of this.  
What if there is a problem? 
If you have a concern about any aspect of this study, you should ask to speak to the 
researchers who will do their best to answer your questions. Please contact Chris Oliver on 
 or at  in the first instance. If you remain unhappy and 
wish to complain formally, you can contact: Professor Chris Miall; Head of School; School 
of Psychology, University of Birmingham, Birmingham, B15 2TT, by email: 
  or by phone on . 
 
Confidentiality                  
The confidentiality of participants will be ensured.  If published, information on the 
participant will be presented without reference to their name or any other identifying 
information.  All personal details will be kept separately from the information collected so 
that it will only be possible to connect results to individuals via a special code.  This will 
ensure that results are kept anonymous.  In the unlikely event of any evidence of abuse 
being identified, this information will be disclosed by the research workers. 
 
Review 
The study has been approved by  Research Ethics Committee. For any 
queries or concerns regarding the ethical approval of this study please contact  
 on quoting study reference number: . 
 
Further information 
If you would like any more information about the study please contact Professor Chris 
Oliver on  or at   Or write to Chris Oliver, School of 
Psychology, University of Birmingham, Edgbaston, Birmingham, B15 2TT.  
 
Giving consent 
Now it is up to you whether you decide that you and your child/the person you care for 
would like to participate.  The decision about whether or not to take part in the study must 
be ‘informed’.  This means that anyone making the decision must understand exactly what 
is involved in the study, what will be required from participants and why.  
 
 




1. My child/ the person I care for is able to understand what is 
involved in the study and what will be required from them if 
they participate and has communicated their decision to me: 
 
If you think that the person is is able to understand enough about the study in order to 
make an ‘informed’ decision and they decide that they would like to participate then please 
ensure that they complete Section 1 of Consent Form A coloured YELLOW enclosed, or 
that you complete it with them, on their behalf.  A parent/carer will need to complete 
Section 2 of Consent From A coloured YELLOW in order to indicate that they also agree 
to participate in the study. A symbol information sheet can be made available in order to 
support your child/person you care for in making this decision if it would be of help. Please 
contact the research team if you would like a copy of the symbol consent form or if you 
need us to adapt this information further in order to suit your child’s needs. Please return 
the consent form along with the questionnaire pack to us in the prepaid envelope provided.  
 
 
2. My child/ the person I care for is over the age of 16 and cannot 
understand what is involved in the study or cannot 
communicate their decision to me: 
 
If you are reading this information on behalf of someone you care for who is over the age 
of 16 and you decide that the person is not able to make an ‘informed’ decision about 
whether or not they would like to participate, then we would like to invite you to act as a 
‘personal consultee’ (or ‘nominated consultee’ where an unpaid carer e.g. parent, legal 
guardian etc is not able to act as a ‘personal consultee’) for that person.  Please read the 
enclosed ‘Personal and Nominated Consultee Information Sheet’ coloured PINK.  Once 
you have finished reading the ‘Personal and Nominated Consultee Information Sheet’ 
please decide whether or not you feel able to act as a personal or nominated consultee for 
the person you care for. 
 
If you feel able to act as a personal or nominated consultee for the person you care for 
please think about whether the person would decide to participate if they were able to 
make an ‘informed’ decision themselves about whether or not to participate.  If you decide 
that the person would decide to participate, please complete Consent Form C coloured 
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Personal and Nominated Consultee Information Sheet 
 
Please read this information sheet if you care for a person who is over the age of 16  who 
you have judged is not able to make an ‘informed’ decision about whether or not they 
would like to take part in the study or is not able to communicate that decision to you. 
 
If you are an unpaid carer (e.g. parent, legal guardian etc) we would like to invite you to act 
as a personal consultee for the person that you care for. If you are a paid carer (e.g. paid 
carer, key worker, support worker etc) and there are no unpaid carers (e.g. parent, legal 
guardian etc) to act as a personal consultee for the person you care for then we would like 
to invite you to act as a nominated consultee (go to page 3). 
 
 
Information for Personal Consultees 
 
What is a Personal Consultee? 
 
In order to understand illness and disability, and to improve treatment and care, research is 
essential.  That research may focus on the people with the illness or disability or on 
children over the age of 16, and may invite those people to participate.  Some people will 
have capacity to make their own decision whether to take part in the research.   
 
Others, possibly the youngest children or those most affected by the illness or disability, 
may not have that capacity.  They may not be able to understand enough of the research 
to be able to give ‘informed consent’.  They may not be able to communicate a decision.  
The research provisions of the Mental Capacity Act are designed to allow such people to 
take part in research even though they cannot give valid consent of their own.   
 
First, the research has to be approved by a Research Ethics Committee.  Then, instead of 
asking the research participant for consent, the researcher must ask a consultee for an 
opinion whether the research participant would have wished to take part in the research. 
 
Who can be a personal consultee? 
 
Any person interested in the welfare of the proposed participant, for example: 
 
? A family member, unpaid carer or friend 
? A person acting under a Lasting Power of Attorney 
? A court appointed deputy 
 




? Paid carers and professionals (if you are a paid carer or professional please refer to 
page 3) 
? People connected with the research (e.g. members of the research team) 
 
Why have I been asked? 
 
You have been asked to act as a personal consultee by a researcher because the 
researcher thinks you might be willing and able to do this because of your close relation 




If I agree to be a personal consultee, what will I have to do?  
 
You will need to think about what the proposed participant’s wishes and feelings about the 
research would be if they had capacity to make an informed decision and decide whether 
in your view the person should be involved in the research or not. This means you need to  
 
? Look at the study information sheet. 
? Think about whether or not the person would want to be involved in the research 
project if he or she had the capacity to make that decision. 
 
You should not put forward your personal views on participation in the specific project or 
research in general, you must consider only what the person's views and interests are or 
would likely be.  You should think about: 
 
? What the broad aims of the research and the practicalities of taking part will mean 
for the proposed participant. 
? How the specific activities in the research might impact the participant.  For 
example, if the study involves activities in the afternoon when the person is most 
tired they might find it a strain or the research might involve an activity that the 
person particularly enjoys and thus would give them more pleasure. 
? Any view previously expressed by the person on the overall nature of the research.  
 
If you advise that the proposed participant would not have wanted to be involved in the 
research, they cannot be included in the research.  
 
If you advise that the proposed participant would want to be involved, they may be included 
in the research.  If the research commences but the person shows any sign at any stage 
that they are not happy to be involved in the research you can change your advice at any 
time without giving a reason, whereby the researcher must withdraw the person from the 
research.  If the person seems unhappy at any point or shows any signs of objection, then 
they will be withdrawn from the research.  
 
The research project has been approved by the  Research Ethics 
Committee.  If you wish to see proof of approval from this body, or you wish to discuss any 
concerns about acting as a personal consultee for the person that you care for, please 
contact Chris Oliver on  or by email at   
I don’t want to be a personal consultee/ I am a paid carer and so cannot be a 




Please try to suggest an alternative person who might like to act as a personal consultee 
for the potential participant, please pass the project information pack on to that person. 
 
Where can I get more information and guidance?  
 
More information is available from: 
 
Department for Constitutional Affairs (2007) Mental Capacity Act 2005 Code of Practice 
http://www.dca.gov.uk/legal-policy/mental-capacity/mca-cp.pdf  
 
Department of Health (2007) Guidance on nominating a consultee for research involving 




Mental Capacity Implementation Programme (2007) Making Decisions: a guide for family, 
friends and unpaid carers. Second edition 
http://www.dca.gov.uk/legal-policy/mental-capacity/mibooklets/booklet02.pdf  
A printed copy of this booklet is available by telephoning 023 80878038.  
 
I have decided that I want to be a personal consultee- what do I do?  
 
Please go back to the ‘understanding behaviour in neurodevelopmental disorders’ 
Information Sheet and continue reading. 
 
Information for Nominated Consultees 
 
What is a Nominated Consultee? 
 
In order to understand illness and disability, and to improve treatment and care, research is 
essential.  That research may focus on the people with the illness or disability or on 
children under the age of 16, and may invite those people to participate.  Some people will 
have capacity to make their own decision whether to take part in the research.   
 
Others, possibly the youngest children or those most affected by the illness or disability, 
may not have that capacity.  They may not be able to understand enough of the research 
to be able to give ‘informed consent’.  They may not be able to communicate a decision.  
The research provisions of the Mental Capacity Act are designed to allow such people to 
take part in research even though they cannot give valid consent of their own.   
 
First, the research has to be approved by a Research Ethics Committee.  Then, instead of 
asking the research participant for consent, the researcher must ask a consultee for an 
opinion whether the research participant would have wished to take part in the research. 
 
Who can be a nominated consultee? 
 
? Any person interested in the welfare of the proposed participant who works with the 




Who cannot be a nominated consultee?  
 
? People connected with the research (e.g. members of the research team) 
 
Why have I been asked? 
 
You have been asked to act as a nominated consultee by a researcher because the 
researcher thinks you might be willing and able to do this because of your professional 
relationship with the proposed research participant. 
 
If I agree to be a nominated consultee, what will I have to do?  
 
You will need to think about what the proposed participant’s wishes and feelings about the 
research would be if they had capacity to make an informed decision and decide whether 
in your view the person should be involved in the research or not. This means you need to  
 
? Look at the study information sheet. 
? Think about whether or not the person would want to be involved in the research 
project if he or she had the capacity to make that decision. 
? You may need to seek the advice of friends/ family/ other paid carers of the person 
you care for in order for you to best advise us on what the person’s wishes and 
feelings would be. 
 
You should not put forward your personal views on participation in the specific project or 
research in general, you must consider only what the person's views and interests are or 
would likely be.  You should think about: 
 
? What the broad aims of the research and the practicalities of taking part will mean 
for the proposed participant. 
? How the specific activities in the research might impact the participant.  For 
example, if the study involves activities in the afternoon when the person is most 
tired they might find it a strain or the research might involve an activity that the 
person particularly enjoys and thus would give them more pleasure. 
? Any view previously expressed by the person on the overall nature of the research.  
 
If you advise that the proposed participant would not have wanted to be involved in the 
research, they cannot be included in the research.  
 
If you advise that the proposed participant would want to be involved, they may be included 
in the research.  If the research commences but the person shows any sign at any stage 
that they are not happy to be involved in the research you can change your advice at any 
time without giving a reason, whereby the researcher must withdraw the person from the 
research.  If the person seems unhappy at any point or shows any signs of objection, then 
they will be withdrawn from the research.  
 
The research project has been approved by the  Research Ethics 
Committee.  If you wish to see proof of approval from this body, or you wish to discuss any 
concerns about acting as a personal consultee for the person that you care for, please 





I don’t want to be a nominated consultee - what do I do?  
 
Please try to suggest an alternative person who might like to act as a nominated consultee 
for the potential participant, please pass the project information pack on to that person. 
 
If no-one can be found who is willing and able to act as a consultee for the person you care 
for then the person will not be able to participate in the research study. 
 
Where can I get more information and guidance?  
 
More information is available from: 
 
Department for Constitutional Affairs (2007) Mental Capacity Act 2005 Code of Practice 
http://www.dca.gov.uk/legal-policy/mental-capacity/mca-cp.pdf  
 
Department of Health (2007) Guidance on nominating a consultee for research involving 




Mental Capacity Implementation Programme (2007) Making Decisions: a guide for family, 
friends and unpaid carers. Second edition 
http://www.dca.gov.uk/legal-policy/mental-capacity/mibooklets/booklet02.pdf  
A printed copy of this booklet is available by telephoning 023 80878038.  
 
I have decided that I want to be a nominated consultee- what do I do?  
 
Please go back to the ‘understanding behaviour in neurodevelopmental disorders’ 
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Appendix 4.1: For individuals who are able to provide consent to participate in the 
study 
        
  
 
Consent Form A :  For individuals who are able to provide consent to participate in 
the study 
 
Understanding behaviour and family adjustment in individuals with 
neurodevelopmental disorders 
 
Study Director: Professor Chris Oliver 
 
SECTION 1:  Please complete this section if you are a person with Autistic Spectrum 
Disorder: 
 
1. Has somebody else explained the project to you or have you read the information? 
 YES/NO 
2. Do you understand what the project is about?       
 YES/NO 
3. Have you asked all of the questions you want?       
 YES/NO 
4. Have you had your questions answered in a way you understand?    
 YES/NO 
5. Do you understand it is OK to stop taking part at any time?     
 YES/NO 
6. Are you happy to take part?         
 YES/NO 
If any answers are ‘no’ or you don’t want to take part, don’t sign your name! 
 
If you do want to take part, you can write your name below 
 
You can also choose if you want to say ‘yes’ to these questions: 















The person who explained this project to you needs to sign too. If you are under the age of 
16 years, this should be your parent/guardian. 
 




SECTION 2: Please complete this section if you are a parent/carer/guardian of a 
person with Autistic Spectrum Disorder who has provided their consent to participate 
in the study.   
 
Please initial box… 
1. I confirm that I have read and understood the information sheet dated 
February 2010 (V2 01.02.2010) for the above study. I have had the 
opportunity to consider the information, ask questions and have had these 
answered satisfactorily. 
 
2. I understand that my participation and that of my child/person I care for 
is voluntary and that I am free to withdraw at any time without giving any 
reason, without my or that of my child’s/person I care for’s medical care 
or legal rights being affected. 
 
3. I understand that relevant sections of my child’s/person I care for’s GP 
medical notes regarding genetic diagnosis and health status may be 
looked at by members of the Cerebra Centre for Neurodevelopmental 
Disorders research team at the University of Birmingham, where it is 
161 
 
relevant to this research project. I give permission for these individuals to 
have access to these records. 
 
4. I agree to my child’s/person I care for’s GP being informed of my 
participation and that of my child/person I care for’s in the study, where 
access to my child’s/person I care for’s medical records is required. 
 




Optional clauses: The two statements below are optional:    
  
 
1. I agree to be contacted by the University of Birmingham on behalf of 
Great Ormond Street Hospital with an invitation for my child/person I 
care for to attend a clinical evaluation by the Great Ormond Street 
Hospital Clinical Genetics team should this be appropriate. 
 
2. I agree to the University of Birmingham research team sharing my 
research data with any professionals or clinicians working with me and 
the person I care for should they request to see them. 
 
 






















Appendix 4.2: For children under the age of 16 who are not able to provide consent 
 




Consent Form B: For children under the age of 16 who are not able to provide 
consent. 
 
Understanding behaviour and family adjustment in individuals with 
neurodevelopmental disorders 
 
Study Director: Professor Chris Oliver 
 
Please complete this section if you are a parent/ guardian of a child (under 16 years) 
with Autistic Spectrum Disorder who is not able to provide consent. 
           
 Please initial box… 
 
1. I confirm that I have read and understood the information sheet dated February 
2010, (V2 01.02.2010) for the above study. I have had the opportunity to 
consider the information, ask questions and have had these answered 
satisfactorily. 
 
2. I understand that my participation and that of my child/person I care for is 
voluntary and that I am free to withdraw at any time without giving any reason, 
without my or that of my child’s/person I care for’s medical care or legal rights 
being affected. 
 
3. I understand that relevant sections of my child’s/person I care for’s GP medical 
notes regarding genetic diagnosis and health status may be looked at by 
members of the Cerebra Centre for Neurodevelopmental Disorders research 
team at the University of Birmingham, where it is relevant to this research 
project. I give permission for these individuals to have access to these records. 
 
4. I agree to my child’s/person I care for’s GP being informed of my participation 
and that of my child/person I care for’s in the study, where access to my 




5. I agree to take part in the above study.  
 
Optional clauses: The two statements below are optional:    
  
3. I agree to be contacted by the University of Birmingham on behalf of Great 
Ormond Street Hospital with an invitation for my child/person I care for to 
attend a clinical evaluation by the Great Ormond Street Hospital Clinical 
Genetics team should this be appropriate. 
 
4. I agree to the University of Birmingham research team sharing my research data 
with any professionals or clinicians working with me and the person I care for 
should they request to see them. 
 
 


































Appendix 4.3: For individuals over the age of 16 who are not able to provide consent 
 
 




Consent Form C: For individuals over the age of 16 who are not able to provide 
consent. 
 
Understanding behaviour and family adjustment in individuals with 
neurodevelopmental disorders 
 
Study Director: Professor Chris Oliver 
 
Please read the following statements:     
           
 Please initial box… 
  
1. I (your name)___________________have been consulted about (name of 
participant)_______________’s participation in the above research project. I 
have had the opportunity to ask questions about the study and understand what 
is involved. 
 
2. In my opinion he/she would have no objection to taking part in the above study. 
 
3. I understand that I can request he/she is withdrawn from the study at any time 
without giving any reason and without his/her care or legal rights being affected. 
 
4. I understand that relevant sections of his/her GP medical notes regarding genetic 
diagnosis and health status may be looked at by members of the Cerebra Centre 
for Neurodevelopmental Disorders research team at the University of 
Birmingham, where it is relevant to this research project. I give permission for 
these individuals to have access to these records. 
 
5. I agree to his/herGP being informed of their participation in the study, where 




6. I agree to take part in the above study.  
 
 
Optional clauses: The two statements below are optional:     
   
5. I agree to be contacted by the University of Birmingham on behalf of Great 
Ormond Street Hospital with an invitation for him/her to attend a clinical 
evaluation by the Great Ormond Street Hospital Clinical Genetics team should 
this be appropriate. 
 
6. I agree to the University of Birmingham research team sharing his/her research 
data with any professionals or clinicians working with them should they request 
to see them. 
 




































Questionnaire Pack of Questionnaires used in the Study 
 
5.1: Demographic Questionnaire 
5.2: Wessex Questionnaire 
5.3: Social Communication Questionnaire 
5.4: Activity Questionnaire Appendix  
5.5: Mood Pleasure and Interest Questionnaire 
5.6: The Challenging Behaviour Questionnaire 
5.7: The Shortened Questionnaire on Resources and Stress Form 





































































































Appendix 5.3: Social Communication Questionnaire 
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Appendix 5.3 ctd. 
173 
 
Appendix 5.4: Activity Questionnaire 
174 
 
Appendix 5.5: Mood Interest and Pleasure Questionnaire 
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Appendix 5.5. ctd. 
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Appendix 5.6: The Challenging Behaviour Questionnaire 
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Appendix 5.8: The Repetitive Behaviour Questionnaire
179 
 
Appendix 5.8.ctd. 
 
 
  
 
 
